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Abstract
Thompson, Trevor. Ed.D. The University of Memphis. May 2016. A Study of Parent
Involvement Regarding Children Living with Sickle Cell Disease and their Parent’s
Perceptions of their Children’s 504/Individualized Education Plan: Reginald Green,
Ph.D.

Sickle Cell Disease is an inherited blood disorder that affects approximately
100,000 individuals living in the United States. It is estimated 30,000 students are living
with the disease. Issues such as a stroke, silent cerebral infarction, and cognitive
impairment are some of the physical complications that affect learning opportunities of
these individuals. There is a lack of awareness among educators despite the research
indicating the high percentage of poor academic performance, high detainment, and
limited career opportunities. Parents play a vital role in making sure their children have a
chance to succeed academically despite living with a chronic disease. According to
Joyce Epstein (2001), parents who are engaged in their children’s education will see the
benefit of them being successful academically and socially. Parents are the bridge that
connects the home school-learning environment with the classroom. It is imperative that
parents make sure that schools are fully implementing their children’s 504 Plan and/or
Individual Education Plan (IEP) so their children will have a competing chance to
succeed academically.
This study presented a qualitative analysis of purposeful selected parents
implementing the 504 Plan and/or IEP’s with Children with Sickle Cell Disease. In an
effort to understand the participants’ perception of their experience in the 504
Plan's/IEP’s process, the study provided a critical analysis why parents believe their
schools are not fully implementing the 504 Plan and/or IEP’s as required. The three
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primary sources of evidence for this study were semi-structured interviews, imageelicitation, and document analysis; these were analyzed through the development of
individual responses for each participant, which resulted in a cross-case analysis narrative
depicting the study’s findings.
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Chapter 1
Background of the Study
Sickle cell disease (SCD) is an inherited molecular disorder that affects red blood
cells. The National Institute of Health (NIH) (2012) described sickle cell as a “serious
disorder in which the body makes sickle-shaped red blood cells” (What is sickle cell?
section, para. 1, 2). According to the NIH (2012), “Sickle-shaped” means that the red
blood cells are shaped like a crescent. (What is sickle cell? section, para. 1, 2).
Additionally, the NIH (2012), stated that "normal red blood cells are disc-shaped and
look like donuts without holes in the center. They move easily through blood vessels. Red
blood cells contain an iron-rich protein called hemoglobin. This protein carries oxygen
from the lungs to the rest of the body.” (What is sickle cell? section, para. 1, 2).
Furthermore, the NIH (2012) indicated that SCD has also been identified as the cause of
strokes for some individuals. Ingram (2004) and the scientific community have identified
sickle cell as the first identified molecular disease. Wailoo (2001) suggested because of
this fact, sickle cell disease has become a disease for researchers to study regarding
evolution but not for a cure. Wailoo (2001) indicated that sickle cell disease is
predominantly an African American disease; however, it does affect other ethnic groups.
According to Wailoo (2001) historically, the sickle cell gene (hemoglobin S or HbS) was
common in people of African, Mediterranean, and Indian origin but, following human
migrations, it is now much more widespread. Wailoo (2001) research suggested that
African cultures have been aware of the sickle cell disease for generations. Wailoo (2001)
indicated that the “Ga Chwechweechwe, Fanti Nwiiwii, Ewe Nuiduidui, Akan Ahotutuo”
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are names that referred to the systems of sickle cell anemia in African cultures (p. 5).
According to Piel et al., (2012) the researcher of the Malaria Atlas Project (MAP) (2012)
estimated that about half of newborns with sickle cell anemia are born in Nigeria. The
Democratic Republic of the Congo, and India, however, a crucial element of the study is
that uncertainties remain in large parts of these countries due to a lack of data. According
to the Biz Community Pediatric News (2012), in 2010 there were an estimated 300,000
babies were born with sickle cell anemia in the world and 5.5 million newborns inherited
the sickle cell gene (Sickle Cell Anemia, para 1,1).
The National Institute of Health (NIH) (2012) estimated that 100,000 people in
the United States are living with the sickle cell disease of which 30,000 of them are
children. According to Schatz, children who suffer from the sickle cell disease are at a
more significant risk for cognitive impairments because of cerebral vascular accidents
(strokes) and acute chest syndrome. Schatz revealed that 58% of students living with
sickle cell disease were retained in school or required special academic services as a
result of cerebral complications. According to Schatz, Children with sickle cell disease
miss an average of 30 days from school each year, and, at least, 50% have been retained
at least once. Additionally, according to Schatz, only 70% of IEPs are fully implemented
in schools. Therefore, 30% of students living with sickle cell have academic and physical
needs that are not being addressed at their schools.
During the 41st Sickle Cell Disease Association of America (SCDAA)
Conference, sickle cell consumers indicated that sickle cell was a neglected disease
because it lacks funding and publicity compared to HIV, breast cancer and other diseases
(personal communication, September 25, 2013). Additionally, some parents voice their
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concerns that school systems need to do a better job in educating staff about sickle cell
disease and getting school staff to comply with IEPs and 504 Plans (personal
communication, September 25, 2013).
This study sought to understand the achievement gap of children living with
sickle cell disease through parents’ perceptions of the implementation of 504/
Individualized Education Plans (IEP). Wailoo (2001) indicated that “…perceptions about
death and diseases were rooted in time, place and cultural context; sickle cell disease’s
invisibility presents a complex puzzle” (p. 56). Additionally, the research will reveal that
parents who are engaged in the education of their children will see a significant impact on
the outcomes and gains of their children’s academics.
In regards to the American public school system, involvement and participation of
parents have a long tradition. According to National Parent Teachers Association (PTA),
parents in designated homes, in towns and villages, conducted the earliest American
schools (History section, para. 1). Additionally, the National Parent Teachers Association
(2000) indicated that "parents had been formally organized since 1897 when Alice
McLellan Birney and Phoebe Apperson Hearst established the National Congress of
Mothers" (History section, para. 1). The National Parent Teachers Association (2000)
indicated "their core objectives were the creation of kindergarten classes; child labor
laws, public health services, hot lunch programs, a juvenile justice system, and
mandatory immunization." (History section, para. 1). According to the National Parent
Teachers Association (2000), the Congress of Mothers evolved into the National
Congress of Mothers in 1908; and, in 1924, changed their name to the National Congress
of Parents and Teachers (History section, para. 1). In 1926, Selena Sloan Butler, with the
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support of the National PTA, founded the National Congress of Colored Parents and
Teachers, in 1926. The two organizations merged in 1970. Today, the organizations are
known as the Parent Teachers Association (PTA).
Historical Research Perspective
This research interpreted facts to reveal insight to a moment or period. Certain
habits, patterns, philosophies can be extracted by the research that can be a positive
contribution to a problem. According to Carr (1961), “The facts of history are nothing
interpretation is everything” (p. 31). The African American culture and social experience
will give a different perspective to the understanding of certain historical research
involving the African American community. This interpretation is about sickle cell
disease. Sickle cell disease is predominantly an African-American disease and the
perception is that the lack of research funding and stigma is race related. There is a labor
of love concerning the research of the relationship between African American history,
education, family engagement and sickle cell disease.
Joyce Epstein (2001) suggested, “family engagement and community partnership
is documented as being one of the key elements needed to support academic achievement
for children" (p. 76). Furthermore, Epstein stated: “partnership can improve school
programs and school climate, provide family services and support, increase parents skills
and leadership" (p. 76). This research was relevant because there is little research
addressing the needs of students living with sickle cell and their ability to participate in
the education process. Additionally, there has been little documentation or research on
social aspects of life with a disease such as sickle cell. From this researchers experience
and conversations with some children living with SCD, they discuss the insecurity and
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shame of having underdeveloped bodies (T. Thompson, personal communication). In
some areas of the world, people live in shame because it is viewed as a curse. In order to
accommodate the students living with SCD, the schools will need to develop innovative
strategies based on research to meet their needs and to tear down the walls of shame.
Sickle cell advocates must restore their dignity and respect and bring consciousness to
education institutions.
The study examined parent’s perceptions regarding their child’s 504 Plans/IEP,
who live with sickle cell disease. Constantino (2003) suggested that involvement of
parents in schools and their educational programs for their children have positive effects
on academic achievement performance. There is a common phrase used in education
circles that “parents are the child’s first teacher”; therefore, there will be ongoing
strategies always to keep the parent involved in the education process. Additionally, since
sickle cell disease is a predominantly African-American disease, unique concepts will
need to be developed to address the culture of the community to sustain their engagement
in public education.
Joyce Epstein (2001) research indicated that involvement of parents in schools
and the educational programs of their children have positive effects on academic
achievement performance. However, there is a lack of literature concerning how schools
efficiently work with a parent living with a debilitating disease of sickle cell. Joyce
Epstein (2001), Director of the National Network of Partnership Schools, has developed
six keys for successful partnerships with parents in collaboration with schools and the
community. The six types are parenting, communication, volunteering, learning at home,
decision-making and collaborating with the community. The PTA has adopted the six
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types of parent involvement as their national standards to successfully involve parents to
assist their children in education. Do schools use the six types of parent involvement to
work with parents who have children who are living with sickle cell disease?
Wailoo (2001) indicated that sickle cell disease was technically unknown until
1910 when Chicago cardiologist and professor of medicine James B. Herrick and intern
Ernest Edward Irons found "peculiar elongated and sickle-shaped" (p. 4) cells in the
blood of a Grenada dental student by the name of Walter Clement Noel. According to
Wailoo, Noel was admitted to the Chicago Presbyterian Hospital in December 1904
while suffering from what was known as sickle cell anemia. The term sickle cell disease
and sickle cell anemia are interchangeable in medical circles. According to Wailoo, Noel
was readmitted several times over the next three years and despite his illness, he was able
to complete his studies. According to Wailoo, he returned to the capital of Grenada (St.
George's) to practice dentistry and died of pneumonia in 1916; and, is buried in the
Catholic cemetery at Sauteurs in North Grenada. Today, Dr. Walter Clement Noel is
formally recognized as the first individual diagnosed with sickle cell disease and has a
lecture named after him at the Sickle Cell Disease Association of America Conference.
According to the News Medical (2012), the term sickle-cell anemia was developed by
Vernon Mason in 1922 (History section, para. 3). Additionally, the News Medical (2012)
reported that some elements of the disease had been recognized earlier (History section,
para. 3).
According to the Sickle Cell Association (2012), "the Southern Journal of
Medical Pharmacology reported, in 1846, described the absence of a spleen in the
autopsy of a runaway slave" (para. 3). Additionally, the Sickle Cell Association noted,

6

the African medical literature reported this condition in the 1870s when it was known
locally as ''ogbanjes'' ("children who come and go") because of the very high infant
mortality rate caused by the condition that we now call sickle cell anemia" (para. 3).
Research revealed that students living with sickle cell are more likely to have
poor academic performance. This study will examine the problem that parents have fully
implemented their children’s 504 Plan/Individual Education Plans who live with sickle
cell disease in order to achieve academic success.
Below, Figure A shows the normal red blood cell flowing through a vein and
Figure B shows sickled red blood cells flowing through the vein.
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Source: National Institute of Health (2012). What is sickle cell disease? Retrieved on
September 2, 2012 from http://www.nhlbi.nih.gov/health/health-topics/topics/sca/.
Problem Statement
Some parents of children living with sickle cell disease are marginalized and
undervalued in school districts, and a large portion is not being granted the benefits of a
504/IEP to improve their academic performance. There is a gap between what researchers
know and don’t know about why some children living with sickle cell are not receiving
their rights under the law.
According to Day (2006), children with sickle cell disease have missed an
average of 30 days from school each year, and at least 50% have been retained at least
once (p. 333). Additionally, King’s (2006) research shows that only 70% of IEP’s are
fully implemented. This study examined parent’s perception about implementing the 504
Plan or IEP for children living with the sickle cell disease.
There are an estimated 5,000 people living with SCD in the state of Tennessee
and the Mid-South (North Mississippi and West Memphis Arkansas). However, there is
no accurate way to determine a definitive number of people living with SCD in
Tennessee, the United States or the World, because there is not a national or international
registry specific for individuals living with SCD. According to the Center for Disease
Control (CDC), The National Institutes of Health's (NIH) National Heart, Lung, and
Blood Institute (NHLBI) has developed a Registry and Surveillance System for
Hemoglobinopathies called the (RuSH) project. This project was developed to collect
state-specific information on people with hemoglobinopathies, which is inclusive of
individuals living with sickle cell, but not specific to individuals living with sickle cell
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disease. According to the Center for Disease Control, Hemoglobinopathies is a medical
term defined as a group of blood disorders and diseases that affect red blood cells.
Additionally, according to the CDC, the RuSH Project was limited to only seven
participating states (California, Florida, Georgia, Michigan, New York, North Carolina,
and Pennsylvania) (Registry and Surveillance System for Hemoglobinopathies section,
para. 1) Another dilemma in documenting the number of people living with sickle cell
disease, is that very few sickle cell consumers are thoroughly educated about the disease,
which leads to the inability to recognize that this disease is not an early death sentence.
Through medical research, some sickle cell consumers are living longer with the disease,
but the majority are unaware of research outcomes and fear innovative medical
treatments. Additionally, according to healthtalk.org (2014), some individuals live in
shame of the disease in some African countries it is viewed as a curse. Sickle cell
consumers are still stigmatized as drug seekers and staying more than six hours in the
emergency room to seek care.
In group discussions where the researcher has had the opportunity to participate,
some teens revealed that they were being teased by their peers for the lack of
understanding of the disease because they think it is contagious (T. Thompson, personal
communication). Furthermore, according to Day (2006), some teachers and
administrators fail to adequately implement/comply with established 504 plans and IEP.
Day (2006) indicated that in a study that the researcher “…documented inadequate
educational resource allocation for students with SCD. Of 39 high-risk students (24
stroke and 15 with frequent pain crises) only 70% of the stroke group and 13% of the
pain group had been evaluated for an IEP (p. 334).
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Wright (2008) stated: “I am a teacher and I know that IEPs are not being
followed. What do I do?" (Introduction section, para. 1). Additionally, Wright stated, "I
have already talked to people in the school system. I want information that explains why
it’s so important for teachers to take this seriously, including the legal ramifications. I
want our new teachers to understand their accountability with regard to this aspect of
teaching” (Introduction section, para. 1).
Wright shared her observation on a national blog called Wrightlaw Way, which is
an advocacy organization for children with special needs; teachers provide legal evidence
on the blog of children not being accommodated by 504 Plans/ IEP’s. The Wrightlaw
Way served as a refuge to advocate for parents and children who cannot advocate for
themselves. This research sought to understand the parents’ perceptions of the
implementation of 504 Plans/ Individual Education Plans for their children with sickle
cell disease. The research revealed the challenges in fully implementing the504 Plan/IEP.
The research revealed if the 504 plans /IEP’s made a significant impact on children’s
academic performance who live with sickle cell. The inability of individuals to recognize
the disease, limited educators to plan and implement 504/IEP. If there was a better
understanding of SCD and the relationship between the school and home, it could close
the achievement gap.
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Overarching Research Questions
1.

What are parents’ perceptions of 504 Plans/Individual Education Plans of
children who have sickle cell disease?

2.

What are parents’ perceptions of family engagement at their child’s school?

3.

What are parents' perceptions of district, state and federal policies/laws of
children who have sickle cell disease?
Purpose Statement

This study is expected assist policy makers, school districts to understand parent
perceptions of schools implementing a 504 Plan/Individual Education Plan for their
children living with sickle cell disease. This study is expected to reveal challenges for
parents in fully implementing the 504/IEPs.
Definitions of Operational Terms
The following terms are used for the purpose of this study:
1.

504 Plan - Section 504 is a part of the Rehabilitation Act of 1973 that

prohibits discrimination based upon disability. Section 504 is an antidiscrimination, civil rights statute that requires the needs of students with
disabilities to be met as adequately as the needs of the non-disabled are met
(United States Department of Justice American Disabilities Act, 1990).
2.

Americans with Disabilities Act (ADA) - gives civil rights protections to

individuals with disabilities similar to those provided to individuals on the basis
of race, color, sex, national origin, age, and religion. It guarantees equal
opportunity for individuals with disabilities in public accommodations,
employment, transportation, State and local government services, and
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telecommunications (United States Equal Employment Opportunity Commission,
1992 & 1994).
3.

Building Capacity- to ensure effective involvement of parents and to

support a partnership among the school involving parents and the community in
order to improve student academic achievement (United States Department of
Education, 2001).
4.

Elementary and Secondary Education Act (ESEA) - ESEA -which was

first enacted in 1965, is the principal federal law affecting K-12 education. The
No Child Left Behind Act (NCLB) is the most recent reauthorization of the ESEA
(United States Department of Education, 2001).
5.

Home Schooling Learning Environment- a family environment that

provides a supportive and enriched environment for learning in the home
(Academic Development Institute).
6.

Individualized Education Program (IEP) - creates an opportunity for

teachers, parents, school administrators, related services personnel and students
(when appropriate) to work together to improve educational results for children
with disabilities. Each IEP must be designed for one student and must be a truly
individualized document. The IEP is the cornerstone of a quality education for
each child with a disability (United States Department of Justice, American
Disabilities Act 1990).
7.

LEA- Local Education Agency - is a public board of education or other

public authority within a State, which maintains administrative control of public
elementary or secondary schools in a city, county, township, school district, or
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other political subdivision of a state (United States Department of Education,
2001).
8.

Parent- The term “parent” includes a legal guardian or other person

standing in loco parentis (such as a grandparent or stepparent with whom the
child lives, or a person who is legally responsible for the child’s welfare) (United
States Department of Education, 2004).
9.

Parent/Family Involvement- the participation of parents in a regular,

two-way meaningful communication involving student academic learning and
other school activities, including ensuring that parents play an integral role in
assisting their child’s learning; that parents are encouraged to be actively involved
in their child’s education at school; that parents are full partners in their child’s
education and are included, as appropriate, in decision-making and on advisory
committees to assist in the education of their child; and that other activities are
carried out, such as those described in section 1118 of the ESEA (United States
Department of Education, 2001).
10.

Parent/Family Policy- each school served under this part shall jointly

develop with, and distribute to parents of participating children, a written parental
involvement policy, agreed on by such parents, that shall describe the means for
carrying out the requirements. Parents shall be notified of the policy in an
understandable and uniform format and, to the extent practicable, provided in a
language the parents can understand. Such policy shall be made available to the
local community and updated periodically to meet the changing needs of parents
and the school (United States Department of Education, 2001).
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11.

Parental Participation- each local educational agency receiving funds

under this part shall implement an effective means of outreach to parents of
limited English proficient students to inform the parents regarding how the
parents can be involved in the education of their children, and be active
participants in assisting their children to attain English proficiency, achieve at
high levels in core academic subjects, and meet challenging State academic
achievement standards and State academic content standards expected of all
students, including holding, and sending notice of opportunities for, regular
meetings for the purpose of formulating and responding to recommendations from
parents of students assisted under this part (United States Department of
Education, 2001).
12.

State Education Agency (SEA)- is the agency primarily responsible for

the state supervision of public elementary and secondary schools (United States
Department of Education, 2001).
13.

Sickle Cell Disease (SCD)- or sickle cell anemia is an inherited disorder

that affects red blood cells (National Heart Lung and Blood Institute, 2010).
14.

Six Keys to Parent Involvement- Developed to strengthen partnerships

between parents, schools, and the community through (1) parenting, (2)
communication, (3) volunteering, (4) learning at home, (5) decision making, and
(6) collaborating with the community (Epstein, 2001).
15.

Teacher Quality- to ensure that every classroom has a highly qualified

teacher, states and districts around the country are using innovative programs to
address immediate and long-term needs, including alternative recruitment
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strategies, new approaches to professional development, financial incentive
programs, partnerships with local universities, and much more (United States
Department of Education, 2001).
16.

Title I- the first section of the ESEA, Title I refers to programs aimed at

America's most disadvantaged students. Title I Part A provides assistance to
improve the teaching and learning of children in high-poverty schools to enable
those children to meet challenging state academic content and performance
standards. Title I reaches about 12.5 million students enrolled in both public and
private schools (United States Department of Education, 2001).
Significance of the Study
There is a lack of research identifying the unmet educational and lack of
accommodation needs of children living with sickle cell anemia. According to Joyce
Epstein (2001) parents are vital in the education process in order to assure that their
children’s needs are being met. This research examined parent’s perceptions of the
education process in fully implementing accommodations plans such as the 504 Plan and
IEP. The research revealed that some parents of children living with sickle cell disease
are marginalized and undervalued in their child’s school. Additionally, the research
revealed that some of the 504/IEP to improve have not improved their child’s academic
performance. The research revealed that there is a gap between what educators know and
don’t know about children living with sickle cell.
This study provided a qualitative analysis in order to understand the educational
gap of children living with SCD and parent’s efforts to get schools to fully implement
accommodation plans for children living sickle cell in order to reach academic success.
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This analysis may develop strategies and policies to increase parent involvement of
children living with the debilitating disease of sickle cell.
This research could have international, federal, state and local implications in
making school leaders and policy makers aware of the inconsistency of the
implementation of students prescribed education plans. School practitioners (principals
and teachers) could benefit from the research in developing practical strategies to get
parents engaged to make sure they are compliant with federal regulations. Additionally,
parents could become more empowered as they enhance their knowledge, understanding
about the federal regulation regarding their child’s learning. And lastly, students could
benefit because school practitioners would be more educated about chronic diseases such
as SCD, which could lead to increase levels of academic performance and building
capacity for parent involvement.
Study Overview
This study reflected the research related to parent perceptions on 504 plans and
IEP as a particular aspect of parental involvement in children’s education living with
SCD. This study was designed to focus on parents’ perceptions regarding the
implementation of schools 504 Plan/IEP’s. The goal of this study was to understand the
research-based parent involvement and education factors of parents who children that
have SCA.
This study was organized into five chapters. Chapter 1 contains a historical
perspective on SCD and parent involvement. The information in Chapter 1 also described
the theoretical framework that addressed the study’s focus on parent perceptions of
federal education policies regarding their children living with a disability such as SCD.
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Chapter 1 also included the introduction, background, problem statement, research
questions, purpose, definitions, significance, and conceptual framework.
Chapter 2 reviewed the literature related to SCD and parent involvement, parent
motivation and federal policies regarding disabilities and the Elementary Secondary and
Education Act. This chapter examined pertinent research on parental involvement factors,
including parent motivation, invitations, and life context, as determiners of parental
choices about getting involved in their children’s education. Chapter 3 offered an
overview of the methodology to be used in this study outlined in the data collection, data
management, and data analysis processes, as well as the limitations and delimitations of
the investigation. This Chapter 4 contains the study findings and analysis of data. Data
from this study was gathered from nine parents of children living with SCD in Shelby
County, Tennessee. Chapter 5 provides the study conclusions, findings, discussions,
implications and recommendations.
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Chapter 2
Literature Review
Historical Perspective of Sickle Cell Disease
The following review of literature was organized into two categories. These
categories are SCD, and Family Engagement. This literature review is a compilation of
significant and relevant literature that suggests the involvement of parents in schools and
the educational programs of their children have positive effects on academic achievement
performance. However, there is a lack of research concerning getting parents involved
whose children have a chronic disease such as SCD. Additionally, according to Schatz
(2001) more studies are needed to be conducted to examine the attitudes and school
environments that affect academic achievement of children living with SCD. Finally, the
research revealed that there is a gap in the academic support of children living with sickle
cell disease because of the lack of a 504 Plan and/or an IEP being implemented.
Sickle Cell Disease
Sickle Cell Disease is defined by the National Institute of Health (2012) as an
inherited genetic blood disorder. According to the Wailoo (2001) SCD was first
discovered in 1910 when James B. Herrick, a cardiologist from Chicago and his intern
Ernest Edward Irons found "peculiar elongated and sickle-shaped" cells in the blood
Walter Clemet Noel. Noel was a Grenada dental student that was admitted to the Chicago
Presbyterian Hospital in December 1904 suffering from anemia. Over three years, Noel
was readmitted several times and was able to complete his studies. He returned to the
capital of Grenada (St. George's) to practice dentistry. Wailoo (2001) indicated that Noel
died of pneumonia in 1916 and is buried in the Catholic cemetery at Sauteurs in the north
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of Grenada. According to Pauling (1949) SCA is a genetic disease that affected
individuals with a different form of metalloprotein hemoglobin in their blood. Pauling
(1949), reported that there was a difference in electrophoretic mobility between
hemoglobin from healthy individuals and an individual living with SCA. Additionally,
the research revealed that people living with the sickle cell trait had a mixture of the two
types.
According to News Medical (2012) in 1922, the term SCA was developed by Dr.
Vernon Mason. Additionally, the News Medical (2012) reports that some elements of the
disease had been recognized earlier in the ''Southern Journal of Medical Pharmacology''
in 1846, and described the absence of a spleen in the autopsy of a runaway slave. The
African medical literature reported this condition in the 1870s, when it was known locally
as ''ogbanjes'' ("children who come and go") because of the very high infant mortality rate
caused by this condition.
Symptoms of Sickle Cell Disease
Sickle cell disease is known in the sickle cell community as the forgotten disease.
There is no national registry to accurately determine the number of individuals living
with SCD. Steinberg (2008) indicated “Sickle cell disease was the “first molecular
disease” largely because hemoglobin was readily available from simple blood sampling,
as was mRNA from reticulocytes and genomic DNA from leukocytes” (p. 1315).
Various health agencies report different numbers of people affected by SCD.
National Institute of Health (2012) defined SCD as an inherited blood disorder that
affects approximately 100,000 individuals in the United States. The Agency for
Healthcare Research and Quality (2009) indicated that there are approximately 80,000
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African Americans living with SCD. The Center for Disease Control (CDC) (2013)
reported that there is estimation of 70,000 to 100,000 people living with SCD in United
States of America. Steinberg (2008) indicated, “Sickle cell anemia is defined as the
homozygous state for the HbS mutation. Its birth frequency in the world’s population
depends on the prevalence of sickle cell trait.” (p. 1296). According to the NIH (2012)
sickle-shaped red blood cells stick together and block blood flow to the arms, legs and
organs. This causes pain, organ damage, and increased risk of infection. Some common
problems of this blockage can include, but are not limited to, acute chest syndrome and
pain. According to Gordon (2000), hemoglobin is a protein in the red blood cell and it
also gives the red blood cell its color (p. 6), and the red blood cell function is to carry
oxygen throughout the body. Normal red blood cell are shaped like a doughnut, and
moves easily in the blood vessels, however, the sickled shape blood are unable to move
freely in the blood vessels and carry out the function of passing hemoglobin and carrying
oxygen throughout out the body, thus causing complications.
Ballas (2010) indicated that complications occur with different frequencies and
intensities in and among patients with SCD. In the Shelby County, Tennessee and the
Mid-South (North Mississippi and East Arkansas) it is estimated that there are
approximately 900 children living with SCD and there are an estimated 30,000 children
living with sickle cell in the United States. There is only an estimate because there is no
registry to determine the accurate number of individuals living with sickle cell in
Tennessee and the United States. According to McClain (2007) the most serious form of
SCD is Sickle cell anemia (SCA), which causes more problems than the other types. Pain
occurs in patients as young as 4 months of age. According to Wang and Day (1992)
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children with SCA have a depressed immune system and are much more susceptible to
infections; therefore, antibiotics are prescribed for the first five years of life.
According to Ballas (2012) the red blood cells of patients with SCA live about 1020 days compared to 120 days for normal red blood cells. Therefore, cells are dying at a
faster rate than normal and, most patients with SCA have some level of anemia. Many
people with SCD have to have their spleen removed. Blood collects in the spleen and can
be fatal if proper medical care is not provided immediately. Ballas indicated that acute
chest syndrome has these common symptoms; chest pain rapid breathing, fever, shortness
of breath, cough, high white blood cell count, decreased iron levels in the blood and
problems with the lungs. Ballas further reported that acute chest syndrome is more
common in young children but more severe in adults.
According to the Agency for Healthcare Research and Quality (2009) “Patients
with sickle cell disease experience both chronic and episodic pain and have a reduced
quality of life. "Painful crisis is the most common reason for emergency department use
by patients with sickle cell disease” (p.15). Pulmonary hypertension, high blood pressure
in the vessels that carry blood to the heart from the lungs, is a severe problem for adults
with SCD, as it is a leading cause of sickness and death.
Most individuals living with SCD indicate that SCD is an unpredictable disease.
One minute you’re fine and enjoying your day and all of a sudden, you experience pain.
According to Friend (2008):
When unpredictability shows up in in the life of a person that likes
to plan, it’s an explosive combination! This disease has completely set off
a bomb in my life… One area that has been greatly affected the
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unpredictability of Sickle Cell Disease is my independence, my ability to
be on the move and go as I please. (p. 21)
Sickle Cell Disease Treatment Updates
Hijmans (2011) defined SCD is a “hereditary red blood cell disorder that is
characterized by chronic hemolytic anemia and vascular occlusion, causing pain and
irreversible organ damage” (p. 297). The Sickle Cell Disease Association of America
(2013) indicated that there are several types of sickle cell disease, however, the most
common are: 1) Sickle Cell Anemia (SS), 2) Sickle-Hemoglobin C Disease (SC), 3)
Sickle Beta-Plus Thalassemia (SB+ Thal), and 4) Sickle Beta-Zero Thalassemia (SB0
Thal). There is no universal cure for sickle cell disease with the exception of a bone
marrow transplant. Some institutions such as St. Jude Children’s Research Hospital on
stem cell transplants are conducting current research.
Hydroxyurea
Although several drugs have been used to aid people who have SCD, a
maintenance drug call hydroxyurea has shown promise. According to the Agency for
Healthcare Research and Quality (2009), “Hydroxyurea was first synthesized in 1869 in
Germany by Dressler and Stein. A century later, phase I and II trials began testing the
safety of this drug in humans with solid tumors” (p.16). According to the Agency for
Healthcare Research and Quality (2009), the Federal Drug Administration (FDA) first
approved hydroxyurea in 1967 for the treatment of neoplastic diseases. The FDA (2013)
it was founded in 1906 when congress passed the Food and Drug Act that was signed by
President Theodore Roosevelt. According to the FDA (2013) the ordinal act ensured that
states would not buy and sell drugs and foods that had been contaminated. The FDA role
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has evolved over the years to the creation of packaging inserts and regulations, tamper
resistant proof packing and Drug Fact labels. The According to the Agency for
Healthcare Research and Quality (2008), in1998, the FDA approved hydroxyureau for
the treatment of SCD. Research trails revealed that hydroxyureau reduced the frequency
of painful crises and the need for blood transfusions in adult patients with recurrent
moderate-to-severe painful crises. According to the NIH (2002), “Hydroxyurea is a
ribonucleotide reductase inhibitor which blocks ribonucleoside conversion to
deoxyribonucleotides and prevents DNA synthesis” (p. 161). According to the NIH
(2002), researchers recognized that fetal hemoglobin (Hb F) could constrain the sickle
hemoglobin (Hb S) and prevent red blood cells from sickling, thereby providing
protection from sickling.
According to Science Dailey (2013) researchers at The Children's Hospital of
Philadelphia (CHOP) are working to utilize fetal hemoglobin as a possible new therapy
for individuals living with SCD. Even though there have been a number of medical
discoveries to improve the management of SCD, there has been a lack of support to assist
adults sickle cell consumers in the psychosocial battle of living with the disease.
Individuals with Disabilities Education Act (IDEA)
The United States Department of Education (2005) estimated that approximately
5.5 million children with disabilities receive special education and/or related services that
are protected by IDEA. According to deBettencourt (2013), some kids with special needs
do not receive services under IDEA, but are served under Section 504 of the
Rehabilitation Act because this statute does not require the federal government to provide
additional funding for students identified with special needs. Schools should provide
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these children with reasonable accommodations comparable to those provided to their
peers under the rulings of Section 504.
According the to the Rehabilitation Act of 1973, Section 504 prohibits
discrimination on the basis of disabling conditions by programs and activities receiving
or benefiting from federal financial assistance from the United States Department of
Education. According to The Rehabilitation Act (1973):
Title II prohibits discrimination on the basis of disability by state and local
governments. The Office of Special Education and Rehabilitative Services
(OSERS), also a component of the United States Department of
Education, administers the Individuals with Disabilities Education Act
(IDEA), a statute that funds special education programs. Each state
educational agency is responsible for administering IDEA within the state
and distributing the funds for special education programs. IDEA is a grant
statute and attaches many specific conditions to the receipt of Federal
IDEA funds. Section 504 and the and to empower parents to make a
difference in their children lives. Americans with Disabilities Act are
antidiscrimination laws and do not provide any type of funding. (USDOE,
2013).
The United States Department of Education (2013) indicated that the IEP process
was developed for children with disabilities and for those who are involved in educating
them. The IEP should improve teaching, learning and results. Each student’s IEP has
been designed to meet that child's unique needs. According to King (2006), “all students
with cerebral infarcts should be evaluated for an IEP” (p.33). King (2006) indicated, “that
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children with either overt strokes or silent cerebral infarcts typically have significant
cognitive deficits and poor academic achievement” (p 33).
According to the National Council on Disability (NCD) (2015), the IDEA does
not specify whether parents or schools have the burden of proof when it comes to
litigation. The National Council on Disability is an independent federal agency led by 15
members that are appointed by the President of the United States. The role of the NCD is
to “promote policies, programs, practices and procedures that guarantee equal
opportunities for all individuals with disabilities, and empower individuals living with
disabilities to achieve economic self-sufficiency, independent living and inclusion and
integration in all aspects of society” (NCD, 2015).
What is the difference between an IEP and a 504 Plan?
According to the United States Department of Education (2013), the
Individualized Educational Plan (IEP) is a plan or program developed to ensure that a
child who has a disability identified under the law and is attending an elementary or
secondary educational institution receives specialized instruction and related services.
The 504 Plan is a plan developed to ensure that a child who has a disability identified
under the law and is attending an elementary or secondary educational institution receives
accommodations that will ensure their academic success and access to the learning
environment (p. 3).
According to the Urban Child’s Institute (2011) parents are the child’s first
teacher; therefore, ongoing parent involvement is needed for students to graduate. Parents
are responsible for making sure those laws and policies that benefit their children are
fully implemented; however, it is the school’s responsibility to make sure parents have
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access and knowledge of these laws. According to the Day (2006), students living with
SCD can only be provided assistance if parents will disclose that their children have the
disease. King et al. (2006) indicated that in a study of 23 children living with SCD “only
70% of students living with SCD that had cerebral infarcts had an IEP when uniform
adoption of the IEP was advocated” (p. 33).
According to the United States Department of Education (2013), an IEP team can
have up to five methods to consider students:
1. General Assessment
2. General Assessment with accommodations
3. Alternate assessment judged against grade-level achievement standards
4. Assessment judged against modified achievement standards
5. Alternate assessment judged against alternate achievement standards.
Each of these USDOE (2013), all assessment methods are based on the same state
content standards. According to the USDOE (2013), Methods 1–3, student performance
is judged against grade-level achievement standards. These standards are designed to
enable inferences about the breadth and depth of content proficiency for a respective
grade level. Methods 1 and 2 (general assessments without and with accommodations)
and Method 3 (alternate assessment judged against grade-level standards) allow for
comparable inferences to be made about proficiency, given the changes that have been
made.
Methods 4 and 5 judge student performance against modified or alternate
achievement standards respectively. The modified and alternate achievement standards
infer that accommodations and extensive supports have been used—particularly those
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involving assistive technologies, prompting, or scaffolding—and/or that the grade-level
content has been changed in breadth, depth, and/or complexity. Again, the use of
modified achievement standards is clarified in the Department’s notice of proposed
rulemaking. According to the National Center of Education Center on Education
Outcomes (NCEO, 2014), alternate assessments are used to evaluate the performance of
students who are unable to participate in general state assessments even with
accommodations. Additionally, the NCEO (2014) indicate that alternate assessments
provide a mechanism for students with the most significant cognitive disabilities, and for
other students with disabilities who may need alternate ways to access assessments, to be
included in an educational accountability system. NCEO (2009) indicated that in 2009,
16 states permitted the exclusion of students in the case of a medical condition or illness.
When students with medical conditions are excluded from receiving the education
support to meet their needs, the system has failed.
Parent Engagement
The section provides an historical perspective on parent involvement and local
and federal policies that have been legislated to build capacity for parent involvement at
the school and district level. Additionally, this section will discuss the challenges in
implementing parent involvement programs. The belief of most school districts is to
bridge the gap between parent, school, and community and improve relationships
between home and school by empowering families to become proactive in their
children’s education on a continuous basis. According to the Shelby County Schools’
website (2015), Shelby County Schools’ core beliefs indicated, “We believe that strong
public support and community partnerships are essential for all students to excel. We
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commit to meaningfully engaging families in the education of their children and we
commit to working collaboratively with all community stakeholders.” According to the
Metro Nashville Public Schools’ (2015) website, their mission “is to improve student
success by supporting and empowering all families, schools, and communities through
meaningful engagement and collaboration. We do this by expanding and enhancing
parent and community engagement at the individual school level.”
Shelby County School District and Metro Nashville School District are examples
of school districts that implement various strategies and personnel to close the gap
between the school and the home. Both districts have a Parent University that provides
ongoing training and support to parents. Additionally, both districts have staff that
responsible for family engagement and community outreach. Progressive districts work
diligently to engage parents because The No Child Left Behind Act legislate that parents
have to be engaged in the education and decision making process of their children
process. No Child Left Behind Act (2001) defines parent involvement as:
The participation of parents in a regular, two-way meaningful
communication involving student academic learning and other school
activities, including ensuring that parents play an integral role in assisting
their child’s learning; that parents are encouraged to be actively involved
in their child’s education at school; that parents are full partners in their
child’s education and are included, as appropriate, in decision-making and
on advisory committees to assist in the education of their child; and that
other activities are carried out, such as those described in section 1118 of
the ESEA. (Section b 1)
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The PTA (history section, para 1) indicated that parents have been formally
organized since 1897, when Alice McLellan Birney and Phoebe Apperson Hearst
established the National Congress of Mothers. Their core objectives were the creation of
kindergarten classes; child labor laws, public health services, hot lunch programs, a
juvenile justice system, and mandatory immunization. Additionally, the organization
secured legislation for the neglected and dependent children, emphasized the cooperation
of home and school and established education of young people for parenthood (history
section, para 1). Boult (2006) research revealed that parents, who committed in their
child(s) education, could make a direct, positive impact on academic achievement. Boult
(2006) has incorporated decades of research to establish ready-to-use ideas to fully engage
parents in the school community. Additionally, his book contains numerous new strategies
for building bridges between schools and families. According to the Day (2006), there are
inadequate education resources for children living with SCD; therefore, parents need to be
engaged to make sure that their children are receiving resources to maintain academic
performance.
Hoover-Dempsey and Sadler (1995) researched the issue of why parents get
involved. They indicated three major concepts that are central to parents’ basic
involvement decisions; that parents’ role construction defines parents’ beliefs about what
they are supposed to do in their children’s education, second, the article focuses on
parents’ sense of efficacy for helping their children succeed in school and the third
concept refers to parents’ perceptions of how the school wants them to be involved. If
these three concepts are not addressed, there will be limited success of getting parent
involved in the education process. Additionally, Hoover-Dempsey and Sandler (1995)
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developed a model that identifies the reasons why parent’s involvement makes a
difference in their children's education. The model explains how involvement influences
the developmental and educational progress of children. This section also examined
parents' choice of specific involvement in activities/programs and discusses why their
involvement influences their children's academic outcomes.
Prominent researchers have gone further to provide practical strategies to get
parent involved (Berger, 1987; Costantino, 2003; Watson, 2011). According to Watson
(2011) when parents take a personal interest in the education of their children, children
recognize that education is important. Children recognize that their parents have a vested
interest in their ability to learn in order to be successful. Additionally, children recognize
that their parents care, because they have taken time and not placed that responsibility on
anyone.
In her textbook Parent as Partners, Berger (1987) provided an in depth study of
practical applications to involve parents and educators in the education process. Berger
provides various perspectives of both teachers and families regarding family engagement.
It is a good resource for teachers, as well as community partners who would like to focus
on families and communication. Berger (1987) suggests that schools provide an
opportunity for parent to do volunteer, so parents can be further invested in the education
of their children. Additionally, Berger provides a sample letter and template for educators
to use in order to advertise and interview parents to meet the school needs. Additionally,
Berger (1987) indicated that according to the Elementary Secondary Education Act,
parents should be included in the decision and policy making of the school and school
district. Berger’s strategic theme is that parents should be full partners in education.
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Comer (1996) indicated that the school has the most significant impact on
children's growth and development other than their parents Comer developed a school –
reform initiative called The School Development Program (SDP) to provide students with
a nurturing, challenging, and supportive school environment. This book chronicles the
story of The School Development Program and details its philosophy, principles,
mechanisms and operations. Comer (1996) indicated that the process emphasizes mutual
respect and collaboration among and between parents and school staff in creating a
positive school climate and developing effective school- and classroom-level activities
that support and nurture all children along multiple pathways. Thus, in order to have a
successful school community partnership, there must be a relationship.
Dr. Joyce Epstein is the Director of the National Network of Partnership Schools
(NNPS). She has developed a six-part methodology (keys) to strengthen partnerships
between parents, schools and the community (Epstein, 2001). The six types of keys are
parenting, communication, volunteering, learning at home, decision-making and
collaborating with the community. It is vital that school districts recognize that parents
are one of the elements in building coalitions to help children achieve academically.
Additionally, parents are the customers and must be provided the tools and resources to
assist their children. Communication, especially two-way communication is necessary to
share information. Additionally, communicating in a language that parents can
understand via translated or on a third grade reading level. Epstein (2001) encouraged
parents to be vested in education by also volunteering. Family engagement happens at
home when parents and children have an opportunity to review school lessons. Epstein
(2001) recommended that parents be involved in the decision making process. ESEA
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recommends that schools provide acquire parent’s input. The school in collaboration with
parents and the community make for a better student,
The book provided theory, research, and practice in the field of schoolcommunity partnerships. Hoover-Dempsey and. Bassler (1992) questioned parents of
elementary students assessing parent efficacy and educational involvement. Teachers
completed questionnaires on teacher efficacy and perceptions of parent efficacy, and
estimates of parent involvement. The research results indicated significant relationships
between self-reported parent efficacies. The teacher questionnaire indicated significant
relationships among teacher efficacy, parent efficacy and parent involvement.
Edwards, Pleasants, and Franklin (1999) Path to Follow discussed parent-school
relations. Edwards, Pleasants and Franklin, et al. suggested that parent stories are an
effective tool for accessing knowledge to benefit parent-teacher relationships. Edwards,
Pleasants and Franklin (1999) indicated that stories are derived from asking parents openended questions, which lead to conversation centered on opportunities to engage in
literacy education at home. Edwards, Pleasants and Franklin, et al. provide step-by-step
strategies to create parent story programs, sample questions, case studies, and guidelines
on collecting and interpreting data.
In Beyond the Bake Sale, Henderson, Mapp, and Davies (2007) provided essential
and comprehensive information for every educational leader, teacher, or parent who
wants to break down the barriers to parent involvement. This book presents practical
advice, tips, and plans for teachers, parents, and administrators to begin working towards
collaboration and cooperation in the school setting. The book serves as a resource for

32

organizations and teachers who are trying to improve communications and interactions
between the home and community.
Sikes (2007) developed a strategy to get parents involved through the arts. He
developed a ready-to-use activity that encompassed content and standards to help
educators create arts-rich schools that welcome families and community members,
promote diversity, and engage parents in their children’s education. This technique has
proven to increase academic achievement and parent involvement.
Challenges Implementing Parental Involvement Programs
There are some problems with implementing effective parent involvement
programs and strategies. De Carvalho (2001) addressed the difficulties of fully
implementing parental involvement policies in education. The author explains the origins,
meanings, and effects of parental involvement as a requisite of schooling, and particularly
as a policy solution for low achievement and even inequity in the American educational
system. De Carvallo (2001) discussed education policies, researching the problem of
parent involvement, involving parents in the decision-making process, and homework
and instructional practices.
Lawrence-Lightfoot (2004) discussed the interaction between parent and teachers.
She focuses on the parent/teacher meeting in which the furniture accommodations are not
usually comfortable for parents. Additionally, the author acknowledges fears, anxieties,
drives and biases that teachers and parents have at the parent/teacher conferences.
However, Lawrence- Lightfoot (2004) acknowledged that teachers and parents could
learn from each other. Diffily (2004) provided teachers with a guide to effectively work
with families at the school level. The author provided a variety of perspective from
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parents, teachers and researchers concerning effective strategies to engage parents.
Additionally, the author provided strategies to effectively communicate with and involve
families in the educational process.
Elementary Secondary Education Act
In 1965, President Lyndon B. Johnson enacted the War on Poverty. The War on
Poverty was first legislation introduced by President Johnson during his State of the
Union address on January 8, 1964. The War on Poverty promoted health and education
programs such as Head Start and Job Corps to assist the poor. On April 11, 1965,
President Johnson signed the Education Secondary Education Act designed to benefit
children living in poverty. Two African-American congressmen, Adam Clayton Powell
from New York and Augustus Hawkins from California were sponsors of this legislation.
This act appropriated funds to bridge the achievement gap between economically
disadvantaged children and those who were not. Johnson (1966) stated:
“The most sweeping education bill ever to come before Congress those Members of both
parties who supported the enactment of this legislation will be remembered in history as
men and women who began a new day of greatness in American society” (Public paper
of the President of the United States: Lyndon B. Johnson, 1966). The United States
Elementary Secondary Education Act (2001) funds primary and secondary education for
children living in poverty.
The law emphasized the importance of parent involvement and parent councils
were created in some school district to get parent involved in the decision-making
process. The establishment of the Parent Advisory Council (PAC) provided parents the
opportunity to be a part of the decision-making process at their schools and schools
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districts. The law emphasized the importance of engaging the parents to assist in the
development of their child. The spirit of the law is still important to parents who have
children with disabilities, to be empowered and educated about providing support to their
children’s’ education needs, Title I activist began to take advantage of the new
regulations regarding parent involvement. Parents began to organize and train each other
on the law. One of these organizations was the National Coalition of Title I /Chapter I
Parents. William H. Anderson founded the National Coalition of Title I/ Chapter I
Parents in 1972. Anderson was an influential leader from Wilmington, Delaware.
According to Gittell (1983) even though the law established Parent Advisory
Councils, the research revealed found that PAC’s did not make an impact in most school
districts. The study revealed that very few Title I parents were aware of the existence of
the PACs. Schools controlled the advisory councils, and that PAC members were seldom
involved in the planning of the Title I projects. Gittell’s (1983) research also gave
examples where elected PAC members also complained that it was difficult to get
information from their districts and schools on how the Title I money was being spent or
to receive the training and support that districts and schools were supposed to provide.
According to Gittell (1983) the increase of the power in black urban parents
resulted in significant pushback from district and state school officials, teacher unions,
and superintendents. The Reagan Administration, almost all parental involvement
provisions in Title I were erased when ESEA was repealed and replaced with the
Education Consolidation and Improvement Act. The reauthorized law changed the
landscape in which parents could fully exercise their rights in the local education agency
policies and federal mandates. Local Education Agency’s (LEA) were no longer required
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to have Parents review and/or approve Title I budgets. Additionally, parent advisory
councils were not mandated but encouraged. Title I transitioned to the name of Chapter I,
and the parent involvement language of the law was changed to a single requirement that
schools and districts hold an annual Title I meeting to inform parents about the Title I
program. Fege (2006) indicated despite the repeal of the 1978 provisions, in five years,
Title I parents were able to develop training, gained experience in project/program
development and cultivate and empower a new segment of parents living in poverty to
make a change. Parents of children living with disabilities can receive the same
opportunity to educate and empower themselves to make an impact in their child’s
education.
Groups like the National Coalition of Title I ESEA Parents, the Center for Law
and Education, the Children’s Defense Fund, and the National Committee for Citizens in
Education continued to push for stronger parent involvement language in the law. With
each reauthorization of ESEA came some attempt to strengthen the Title I parent
involvement provisions.
The 1994 law introduced the set-aside that required Title I schools to spend at
least 1% of their Title I funds on parental involvement. This revision provided parents the
opportunity to influence site-based decisions made by districts and school staff that
impacted the community. Fege (2006) stated “that while there had been some
strengthening in the parental involvement in NCLB from previous versions of the law,
the emphasis “has been on choice rather than political organizing and mobilization
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and while choice may improve the education of some children, it drains the
responsibility that parents and communities have in working together to improve their
public schools.” (p. 578).
No Child Left Behind
There have been a number of reauthorizations to the No Child Left Behind Act,
1981 Education Consolidation and Improvement Act, 1994-Improving Americas School
Act and in 2001-No Child Left Behind. Throughout the changes, the parent involvement
and student achievement has been a key component of the law. President George W.
Bush, the No Child Left Behind Act (NCLB), renamed the reauthorization of Title I,
Improving America’s Schools Act (IASA). When communicating about the NCLB in
various venues, people tend to complain and credit former President George W. Bush as
the author the bill, however, people rarely mention or know that Senator Ted Kennedy
was the Bill’s coauthor. The development and passing of NCLB Act was bipartisan an
encompassed Democratic and Republican support. As mandated in the 2001 Act, the
funds are authorized for professional development, instructional materials, and resources
to support educational programs, and parental involvement.
NCLB (2011) represented the federal government’s commitment to eliminating
the achievement gap. NCLB (2001) recognized that the principles of the Act were to
provide high standard for children, especially children living in poverty and provide
equal access to effective teachers and extra support for low performing students. Under
NCLB (2001) other components give schools the option of being a School-wide Program
(all students served) and providing Targeted Assistance (students in greatest need
served). The law also indicates that a portion of the funding needs to be allocated for

37

Supplemental Services and School Choice transportation and a portion for Parental
Involvement.
According to the Center on Education Policy (2008) 2007-2008 School update,
even though NCLB had mandates the federal government decreased funding substantially
from 17.8% in 2002 to 1% in 2006. The report indicated the “the amounts of Title I-A
general funding that some states and school districts receive have fluctuated from year to
year due to annual updating of Census estimates the number of children in poverty” (p.
1). Additionally, the decrease in funding to education was due to resources being
redistributed for the War on Terror, declared after September 11, 2001, followed by the
2008 financial crisis of the U.S. Additionally, the budget sequestration of 2013
automatically cut spending to U.S. federal government. Title I was automatically cut by
5% had a major effort of schools and school districts. The National Education
Association (NEA) (2013) indicated that sequestration accounted for 3 billion in cuts in
education. The cuts increased classroom sizes, eliminated after school care, and cut
several positions from Pre-K to Secondary education. Political disharmony between the
Democrats and Republics has ESEA at a standstill. According to NCLB (2001), Title I
funds are allocated for disadvantage children that live in poverty, this law also allows,
disadvantage parents to be a part of the education process regardless of their economic
situation.
NCLB has an enormous amount of critics and administrator have indicated that
the concept of that No child will be left behind is unrealistic. Hess (2008) indicated that
NCLB was “on an unrealistic and misguided accountability system-one with unclear
expectations, a muddy identification process, and incentives and sanctions insufficiently
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tied to individuals.” (p. 478). If NCLB was fully implemented by districts and
administrators, possibly more children living with sickle cell would have 504/IEP’s and
would be more accountable in assisting parents in helping their children.
NCLB has its critics, however, when it comes to the mandates of increasing
parent involvement, most of the mandates are designed to have parents become involved
in the decision making process of education at the LEA and the school level. According
to Epstein (2001), “NCLB is very clear that a school-parent compact is a detailed plan
that outlines how educators and parents will work together to support student
achievement” (p.1). NCLB (2001) Part (e) of the Section (1118) emphasizes building
capacity for parent involvement at the school and district level.
The Elementary and Secondary Education Act (2001) primary purpose is to serve
children living in poverty. As mandated in the Act in section 1118, the funds are
authorized for professional development, instructional materials, and resources to support
educational programs, and parental involvement. The major purpose of the act is to
bridge the achievement gap between children living in poverty and those who do not. The
literature review will provide research and potential strategies to determine if there is a
direct correlation between family and community engagement and academic achievement
Presently organizations such as, Stand for Children (SFC), are engaging parents to
participate in legislative process and advocacy for children’s rights. According to SFC
(2014), “works across the country – from the classroom to the Capitol – to mobilize
Americans around a common goal of improving the odds for American children” (About,
para. 3.). Stand for Children’s vision is that “ALL children deserve an equal opportunity
to succeed in life. Education is the key that unlocks the door to success. Far too many
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children, through no fault of their own, aren’t getting the education they need to make it
in life. We are passionately committed to righting this wrong” (Vision, para. 1.).
According to the Stand for Children website (2014):
The mission is to ensure that all children, regardless of their background, graduate
from high school prepared for, and with access to, a college education. To make
that happen, we:


Educate and empower parents, teachers, and community members to
demand excellent public schools.



Advocate for effective local, state and national education policies and
investments.



Ensure the policies and funding we advocate for reach classrooms and
help students.



Elect courageous leaders who will stand up for our priorities.
(http://stand.org/national/about)

Academic Achievement
Swanson (2008) indicated that graduation rates have become a prominent issue in
high school reform additionally; he indicates that even though some studies conducted
over the past several years have revealed that fewer American students are completing
high school, there is a growing consensus that has emerged that only about seven in 10
students are actually successfully finishing high school. This report takes a
geographically informed approach to the issue of high school completion. Swanson
indicated, “that graduation rates are even lower among certain student demographics,
particularly racial and ethnic minorities and males” (p.1). Specifically, the report
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examines graduation rates in the school districts serving American's 50 most-populous
cities, as well as the larger metropolitan areas, in which they are located. Results show
that graduation rates are considerably lower in the nation's largest cities. Swanson (2008)
research revealed that there are extreme disparities between suburban school districts,
high school graduation rates, and urban school graduation rates.
The Greene and Winters (2005) report indicated that from 1991 to 2001 “high
school graduation rates have remained flat over the past decade” (Introduction section,
para. 1) However, the data changes when you analyze the graduation rates between the
race and geography. Swanson (2008) and Greene and Winters (2005) reports indicate that
there is a disparity in high school graduation rates among minorities in urban areas which
The Manhattan report indicated that “in the class of 2002, about 78% of white students
graduated from high school with a regular diploma, compared to 56% of AfricanAmerican students and 52% of Hispanic students” (Introduction section, para. 5). This
data is significant to children living with SCD because now they have to contend with
additional disparities. They have a strike against them because they are poor, a strike
because they are black, another strike for having SCD. The Manhattan Institute does not
reveal the number of students that are not graduating because they are living with a
debilitating disease such as sickle cell. However, according to the Day (2006), at least
50% of students living with SCD will fail one grade and miss an average of 30 days due
to complications of SCD (p. 330).
In urban areas, poverty is a variable that is used as a reason for low graduation
rates. According to a Delavega (2013) Memphis has a poverty rate of 28.30%. Child
poverty is 44.30%, while poverty rates for people over age 65 are the lowest. Poverty
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rates for African Americans are 33.6%, and 43.10% of Latinos are poor, while the
poverty rate among Caucasians is 11.9%. According to Delavega (2013), the poverty
rates in Memphis and Shelby County are higher than national rates and higher than the
state of Tennessee in almost every category (e.g., racial and ethnic groups, age groups).
According to the NIH (2012), 1 of 12 African Americans will have SCD. Therefore, with
33.6% of African Americans living in poverty in Memphis, and 44.30% of children are
living in poverty, one could conclude that there is a large number of children with SCD
living in poverty. A child living in poverty coupled with SCD is a recipe for academic
disaster.
Payne (1996) suggested that in order for children to achieve academically, they
must have education and relationships to get them out of poverty. According to Payne,
“poverty is relative and can be classified into two areas. They are Generation and
Situation poverty” (p. 3). Payne defined generational poverty as “having been in poverty
for at least two generations and defines situational poverty as a lack of resources due to a
particular event” (p. 3).
Payne indicated that there are hidden rules of classes (Poverty, Middle, and
Wealth) in which educators should be familiarizing themselves in order to assist children
academically. She indicated that the education system teaches from a middle class point
of view, but children in poverty live and learn in another type of point of view that leads
to miscommunication and miseducation. If poverty serves as a barrier between parents
and educators, image poverty coupled with a child having a debilitating chronic disease
such as SCD. The barriers expanded further.
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Parents of children with a chronic disease such as SCD, have their own social
complications because they are unable to keep a steady job or career while serving as a
caregiver of a sick child. Parents have a balancing act of providing a life for their children
and being engaged in the medical and educations challenges of their children. Presently
there are two major pieces of federal legislation that parents can use to support their
children in their academic pursuits.
According to the Brown, Davis, Lambert, Kopkins, and Eckman (2000) children
who suffer from SCD are at a more significant risk to have cognitive impairments
because of cerebral vascular accidents (strokes) and acute chest syndrome (p. 503).
According to Day (2006), one study revealed that 58% of students living with SCD were
retained or required special academic services as a result of cerebral complications (p.
333). Day (2006) indicated that children with SCD miss an average of 30 days from
school each year and at least 50% have been retained at least once (p. 330). Additionally,
according to King, Herron, McKinstry, Bacak, Armstrong, White, and DeBaun, et al.
(2006) only 70% of IEP’s for children with SCD are being fully implemented (p. 33).
Therefore, there is a direct correlation and impact on high school graduation rates and
state and national assessments because of SCD.
Brown (2000) indicated, “Children who suffer from SCD are art significant risk
for cognitive impairment” (p. 503). The cause of this impairment in most cases is due to
the children having a stroke. As a result of the stroke children have to participate in
rehabilitation and thus miss valuable education opportunities. However, once children are
back at school, they encounter another barrier in making sure they are fully equipped to
make up for what they missed. Hijmans (2011) indicated there are neurocognitive deficits
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in children with SCD (p. 297), and these deficits impact the children’s ability to learn and
function in a normal academic setting. He further suggested, “children with
neurocognitive deficits are across the board with children with severe strokes and
children who have not appeared to have a stroke at all” (p. 297). Day (2006) indicated,
“childhood strokes usually result from the stenosis and subsequent occlusion of large
intracranial arties, typically the middle cerebral and intracranial internal carotid” (p. 331).
SCD is a hereditary red blood cell disorder. According to Hijmans (2011),
children with SCD have reduced oxygen carrying capacity due to their low hemoglobin
levels that leads to various medical complications. According to Hijmans (2011), “The
most devastating complications of SCD are cerebral vascular infarction” (p. 297).
Children with SCD, because of limited oxygen in their blood, may have to overt and
silent infarcts. Hijmans (2011) theorized the neurocognitive deficits could be a condition
of simply living with the disease. Additionally, he indicates that there could be some
“undetectable pathological changes in the brain associated with the severity of the
phenotype, reflected lactate, dehydrogenase, hemoglobin, reticulocytes, and leukocytes”
(p. 297). Schatz (2001) indicated that children with SCD could have silent cerebral
infarcts without associated neurologic signs. Schatz suggest that nearly 16% of children
examined living with SCD will show no signs of neurological damage. Hijmans (2011)
studied of 37 children with SCD and normal Magnetic Resonance Imaging (MRI)
concluded that SCD might induce neurocognitive deficits because of cerebral hypoxia.
Hijmans (2011) indicated in the findings that neurocognitive deficits with children with
SCD could affect their academic performance as well as their quality of life. Hijmans
indicated that there needs to be a cognitive rehabilitation program for children living with
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SCD so they can become full participants in society. Schatz (2001) concluded that
children with SCD, that have had silent cerebral infarcts, may demonstrate poor academic
performance. Schatz suggest neurological testing and MRI’s need to be done on children
before school age to assist children with SCD to meet their full academic potential.
However, school districts must play an active role in making sure adequate resources are
fully implemented to assist children with SCD through the education process.
Day (2006) reported that children with SCD have academic deficiencies
compared to children living without a chronic disease. The Cooperative Study of Sickle
Cell compared children with SCD and without SCD. The children were matched by age,
sex and race. “The children with SCD scored dramatically lower than the children
without SCD in reference to visual input, fine motor skills, sequential input and shortterm memory”. (p. 332).
Day (2006) reported another study comparing 34 young children with SCD that
were at risk for cognitive impairment, to 34 children without SCD. A Development Skills
Checklist administered by a teacher assessed these children. “The results indicated that
the group of children without SCD scores significantly better in phonics, reading and
listening skills than the children living with SCD” (p. 332). This research revealed that
children with SCD had reading and mathematics scores that were extremely lower than
their counterparts. Additionally, 58% students that had experienced a silent cerebral
infarct had repeated a grade and needed special academic assistance (p. 333). Day (2006)
indicated that more educators needed to become knowledgeable about the academic
impact of SCD. Presently school nurses serve as a bridge to parents, educators and
healthcare professionals in order to meet the needs of students living with SCD.
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King (2006) implemented an extraordinary plan to assist children with SCD and
to improve their academic performance. He developed a Stay in School Program to
increase the educational resources and establish collaborations to provide synergy for the
academic improvement of students living with SCD. King (2006) reported that the Stay
in School Programs was established to increase the effectiveness of the IEP of students
living with SCD and acknowledged, “the Stay in School Program was instituted as a pilot
intervention to determine if families would accept more support to maximize the
students’ academic experience” (p. 33). The program included a multidisciplinary team
that consisted of the hematologist, social worker, nurse practitioner, neuropsychologist,
neurologist and neuro radiologist. The success of this program depended on the team;
however, the social worker was charged with conducting an education inventory on every
patient visit to the doctor. The inventory consisted of following up on the child’s
implementation of their IEP, current classes, recent grades and a copy of the child’s
report card. Additionally, the social worker arranged for a homebound teacher for those
students that missed a large number of days because of SCD. The research has revealed
that parents with multiple support systems can make a difference in the life of a child that
lives with SCD. Educators and parents may not have the power to lower the number of
days children living with SCD miss from school, but in working together, the research
reveals that the children can be kept abreast of their schoolwork and be provided
opportunities to continue their education on a consistent basis despite living with SCD.
Overview of Chapter
This literature review provided a historical and relevant relationship between
SCD, IDEA and parent engagement. The literature review also provided a definition and
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symptoms of SCD, and the current research in treating SCD. The literature also discussed
the IDEA and the difference between a 504 plan and an IEP, defined parent engagement
and its relevance to the Elementary Secondary Education Act. The study is examining
parents’ perceptions of 504/IEPs, in relationship to their children living with SCD;
therefore, the literature reflects the correlation between the parent’s rights, and SCD. The
literature review revealed that it has been a continuous battle for parents to obtain rights
to give input into the education process. Furthermore, it was even harder for parent to
gain and maintain rights to be engaged in the decision making process of school districts.
The literature revealed that parents demanded they needed to have right in the decision
making process to ensure that they could be engaged and provided adequate care for the
treatment of their children. The literature revealed that when parents are engaged in the
education of the children succeed, despite this fact some school districts and the federal
government wanted to limit the access and input of parents, parents marched and lobbied
to have their voices heard. The literature revealed that school districts feared the power
and knowledge parents gained to advocate for their children.
A historical perspective on SCD was also provided. The research defined SCD as
an inherited blood disorder that affects approximately 100,000 people in the U.S.
According to the researchers and physicians are consistently looking for a maintenance
drug and/or cure for this debilitating disease. Research also revealed that SCD is a global
disease and not just limited to the U.S. and African Americans. SCD is recognized as the
first molecular disease defined by scientist, according to the literature, however,
compared to other major diseases, SCD is poorly funded for research and that funding for
SCD community based organizations that provide social services. Additionally, the
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literature indicated that despite all of the research conducted to find a cure, one could
only estimate the number of individuals living with SCD in the U.S. because there is not
a national registry. Additionally, the literature revealed that patients with SCD are still
stigmatized as drug seekers and the best treatment provided for adults living with SCD in
most areas of the country is the emergency room.
The literature review provided research and potential strategies to assist parents
whose children are living with SCD, and indicated that when parents are involved in their
children’s life and education, they would succeed. According to the literature, early
childhood programs and early literacy initiatives for parents improves a child’s chances
for academic success. These supplemental services are especially beneficial for children
who are reared in socioeconomic disadvantaged environments. The literature suggested
that parent involvement is directly correlated to academic achievement; however,
presently there is a lack of research to address strategies to involve parents, whose
children are living with a chronic disease such as SCD. Day (2006) concluded “academic
and cognitive impact of SCD is significant, yet publications describing intervention are
limited” (p. 333). The research revealed that parents of children suffering with SCD
could possibly benefit from supports systems provided by the schools, healthcare
agencies and school district. Additionally, parents and schools could possibly benefit
from family engagement strategies to educate and to empower parents to make a
difference in their children lives.
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Chapter 3
Methodology
Introduction
This study revealed that some children living with sickle cell disease are
marginalized and undervalued in school districts. There is a gap between what
researchers know and don’t know about why some children living with SCD are not
receiving their rights under the law. The goal of this research is to identify the
educational gap between the home and school concerning children living with the
debilitating disease of SCD. This research study encompassed qualitative methodologies.
Conceptual Framework
The theoretical framework for this study was Participation Leadership Theory
(PLT). Green (2009) indicated that “Participation Leadership Theory allows stakeholders
to be engaged in the decision-making process” (p.76). This theory is inclusive in
collaborating with parents to get the best outcome for their children. Green (2009)
acknowledged this approach is only useful if the school leader listens and implements the
suggestions that are provided by the parents.
In researching parent perceptions of the education process in developing and
implementing 504 Plan/IEP, the researcher reviewed parent involvement keys/types that
engage families. Joyce Epstein (2001) has developed six keys to strengthening
partnerships between parents, schools and the community. The six keys provide definite
roles in which parents have made an impact on the academic achievement of their
children through parenting, communication, volunteering, learning at home, decisionmaking, and collaborating with the community. Through these researched based keys,

49

schools should be able to dialogue with parents concerning educational plans for children
living with SCD.
Sample
The researcher interviewed 9 parents (N = 200) of African American children
living with SCD in the Mid-South, who attend elementary, middle and high school. The
purposeful-sampling method was implemented, to obtain a sample size of 9 participants
(N = 9). The participants were selected from the Sickle Cell Foundation of Tennessee
database of 200 participants who meet the requirements of the study.
Interview Protocols
This study used a semi-structured interview approach technique to collect data
from identified participants. The semi-structured interview questions were developed by
the researcher and tested by a small group of parents whose children suffer from SCD.
The framework of the semi-structured interview questions was derived from the
Vanderbilt University HOPE: Needs Assessment. The semi-structured interview
questions have been submitted to IRB for approval. The interview protocol engaged
parents in an individual interview session about 90 min in length. All participants signed
a consent form, to participate in the study.
The semi-structured interview sessions permitted the researcher to focus on the
participants’ child-life history living with SCD. The interview sessions concentrated on
the details of the participants’ experiences with the schools; and engage the participants
in the reflective process regarding the meaning of the experiences, dealing with their
child living with SCD. The researcher conducted the interview process face-to-face with
each participant individually. The interviews took place in the environment of choice for
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each participant, including the homes of the participants. With the parent’s permission,
interviews were electronically recorded to ensure accuracy. Follow-up interviews were
conducted via telephone to clarify and substantiate information from each participant.
Coding was utilized as the method to analyze the interview data. The researcher carefully
read the interview transcripts to identify common themes, conceptual approaches and
other data nuances that provide answers to the research questions that guide this study.
To validate the data, the researcher triangulated evidence from the interview, field notes,
school reports, hospital psychological reports, and image-elicitation. The data was
reviewed, organized and grouped according to both pre-established themes and those
themes that emerged from the collected data. These topics were reviewed to determine
their relationship to the research questions, and other respondents’ views/responses. All
data will be confidentially secured for 10 years.
Description of Interview Protocols
This study used the semi-structured interview approach technique to collect data
from identified participants. The semi-structured interview allowed the researcher to ask
all the participants the same series of standardized questions; and asked of participants in
a manner consistent and standard in each interview session.
Content Validity and Internal Reliability
The three-fold process of data collection—interviews, document analysis, and
image-elicitation provided a level of reliability, and supported the data triangulation
process to substantiate the findings.
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Overarching Research Questions
1.

What are parents’ perceptions of 504 Plans/Individual Education Plans of
children who have sickle cell disease?

2.

What are parents’ perceptions of family engagement at their child’s school?

3.

What are parents’ perceptions of district, state and federal policies/laws of
children who have sickle cell disease?

Research Procedures
This study is qualitative in nature. Qualitative Research is a process and according
to Glesne (2011), if you are passionate about your research topic, it will motivate you
through the process. The process begins by identifying a problem and developing a
problem statement. The methodology was aligned with the theoretical framework is
essential in implementing a systematic process to answer the research problem
established by the researcher.
The researcher has done a Literature Review to find out what research has been
done to address the research problem and what fresh perspective can be given. The
researcher developed research questions that can help in understanding the problem in
much greater detail. Afterward, the researcher established a sample size of the individuals
or community that will be asked questions and observed. The implemented methodology
was determined based on what the researcher is trying to find out or resolve. The
researcher transcribed the data that was voice recorded and transcripts/field notes in the
final analysis.
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Procedures and Data Collection
Purposeful Sampling was employed to gather participants for this study. The
prospective research participants were retrieved from the Sickle Cell Foundation of
Tennessee database. The researcher has received documented permission to use the
Sickle Cell Foundation of Tennessee database.
Data Collection
This study was conducted after the researcher received formal approval from the
University of Memphis’ Internal Review Board (IRB) and members of the dissertation
committee. The research data for this study was gathered from semi-structured
interviews, observations, and reviewing artifacts. Chapter 4 includes a presentation of the
finding of the data analysis. The primary data collection process included semi-structured
interviews. Kvale and Brinkmann (2009) defined semi-structured world interviews as
“attempt to understand themes of the lived everyday world from the subjects own
perspectives. This kind of interview seeks to obtain descriptions of the interviewees’
lived world concerning the interpretation of the meaning of the described phenomena” (p.
27).
The interview protocol engaged participants in an interview session about 90
minutes in length. Interview sessions permitted the researcher to focus on the
participants’ child life history living with SCD. The interview session concentrated on the
details of the participants’ experiences with the schools; and engaged the participants in
the reflective process regarding the meaning of the experiences dealing with their child
living with SCD. In-depth interview data from individuals focused on their personal
involvement, behaviors, feelings and perspectives of the SCD and the IEP/504 Plan.
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Interview questions were developed by the researcher and were submitted for approval.
The researcher conducted the interview process face-to-face with each participant
individually. The interviews took place in the environment of choice for each participant,
including the homes of the participants. With their permission, interviews will be
electronically recorded to ensure accuracy. Follow-up interviews were conducted via
telephone to clarify and substantiate information from each participant. Participants were
provided a $20.00 gift card for their participation.
The researcher, with the permission of parents, reviewed participant’s children’s
IEP/504 Plans for the purpose of substantiating the parent’s perceptions. The researcher
utilized the image-elicitation process with participants’ personal papers and other
documents owned by participants who are available.
Qualitative Analysis
According to Creswell (2008), “the first step in data analysis is to explore the data”
(p. 250). Coding was utilized as the method to analyze the interview data to organize the
data. The researcher carefully read the interview transcripts to identify common themes,
conceptual approaches and other data nuances that provide answers to the research
questions that guide this study. To validate the data, the researcher triangulated evidence
from the various data sources.
The aim of the data analysis process was qualitative research using the “social
anthropology” approach, which lends to provide rich descriptions across multiple data
sources. It looked for patterns of human behaviors in data. This involved sifting, coding
and sorting data as it is collected, and follow-up analysis with ongoing observations and
interviews designed to explain and refine patterns.
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Data was collected from participants such as original documents and interviewed
noted thoughts and impressions were recorded during the interview process. Secondary
sources, second-hand information, such as children comments to parents about issues at
school were examined. The most important primary data came from the semi-structured
interviews. The semi-structured interviews were be taped and were no more than 90
minutes in length. Pertinent sections of the interview were transcribed to written format
and were accompanied with interview notes. Interview questions were grouped into
categories for the purpose of efficient data retrieval. Data reduction was conducted to
ensure manageability and to retain a focus on the research questions. To accomplish this,
the researcher engaged in various processes to compare, contrast, sort, and order data,
looking for patterns, themes, links and relationships that supported the categorization of
data into themes or domains. This recursive process might also lead to follow-up or
review interviews to clarify or strengthen the results.
Themes were collapsed and expanded as determined by the data as it was
examined. The coding served to make the mounds of data more manageable and enable
the researcher to relate more succinctly it to the research questions. Coding of the data
was descriptive and provide for labeling, sorting and retrieving data in a manageable
fashion. The data was reviewed, organized and grouped according to both pre-established
themes and those themes that emerged from the collected data. These themes were
examined to determine their relationship to the research questions, and other respondents’
views/responses. The data from each participant was summarized independently. These
data findings were summed up as a unit to inform the conclusions to be drawn from the
study. The presentation data summary provided in narrative case format and matrix
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format, which presents the alignment of the interviews, image-elicitation, field notes,
document reviews and literature review.
Delimitations
1.

The study does not reflect the perceptions of the total population of all schools.
This research may not study the aptitude of teachers; however, it may obtain
parents perception of teachers, based on the feedback from parents of children
with SCD.

2.

This research does not study the aptitude of principals; however, it may obtain
the parents perception of principals concerning children with chronic diseases
such as SCD.

3.

This research does not study the aptitude of parents/guardians; however, it will
study their attitude and/or perception toward participation in the education
process.

4.

This research only focused on parent/guardian perceptions of their children who
have SCD living in the Shelby County, TN
Limitations
The researcher could only offer this research opportunity to parents that of

children that have SCD in the state of Tennessee and the Mid-South based on the access
of the researcher. Additionally, there is no national registry of individuals living with
SCD.
Summary
This study was qualitative in nature and employs a phenomenological approach
that uses semi-structured interviews as the data collection technique. The data analysis
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and communication methods were identified. This section describes the methodology and
procedures for this study. The study provided the design of study, research design,
population sample, and data analysis technique.
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Chapter 4
Research Findings
Introduction
This chapter contains the findings and analysis of data. Data from this study were
gathered from nine parents of children living with SCD in Shelby County, Tennessee.
The participants were randomly selected based on the criteria provided and willingness to
participate in this study.
A review of the research questions, a summary of the research methods and a
brief description of the participants, along with a synthesis of the findings from the
sources of data collection are presented in this chapter. The data that was collected
enabled the researcher to study perceptions of parents. Findings from this study will
highlight the parents’ perspectives of family engagement and will shed light on elements
of parent involvement programs that may be of benefit to policy makers, school
practitioners, parents, and students.
Research Questions
This study examines parent involvement regarding children living with SCD and their
parents’ perceptions of their children’s 504/Individualized Education Plan. This study
was guided by three overarching questions.
Overarching Research Questions
1.

What are parents’ perceptions of 504 Plans/Individual Education Plans of
children who have SCD?

2.

What are parents’ perceptions of family engagement at their child’s school?
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3.

What are parents’ perceptions of district, state and federal policies/laws of
children who have SCD?
Summary of Methodology
This study is qualitative in nature. According to Glesne (2011), qualitative

research is a process that if you are passionate about your research topic, it will motivate
you through the process. Before conducting the research, IRB approval was sought and
granted for this study, which resulted in an IRB Approval Letter (Appendix C) and a
Sample Consent Letter (Appendix E). Each participant received a letter of interest that
explained and described the purpose and nature of the study. During the study,
participants were given time to review the letter of consent and were able to review the
IRB approval letter. The interview protocol consisted of a ninety-minute interview. Three
interviews were conducted in the participants’ home, and the six interviews were carried
out in the Sickle Cell Foundation of Tennessee office located at 680 Oakleaf Office Lane,
Suite 101.
The Sickle Cell Foundation of Tennessee (SCFT) Board Chair approved the use
of the SCFT facility and database to acquire random selection for participants in the study
(Appendix B). Interviews were electronically captured with the participants’ consent.
Pertinent segments of the interviews were transcribed for analysis purposes. Data was
analyzed as described in chapter three and information used by each participant, resulted
in a triangulated analysis presentation of the data findings. Furthermore, these results
were extrapolated and placed in the matrix for further presentation and triangulation
purposes.
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The researcher collected data through several processes, including the interview, field
notes, 504/ IEP, psychological reports and image-elicitation. Participants were engaged in
30- to 90-minute individual semi-structured interview session conducted in the Sickle
Cell Foundation of Tennessee office and some in their homes. Interviews have been
carried out during the Spring of 2016 and were audio recorded to ensure accuracy.
Pertinent sections of the audio recording were transcribed, coded, and analyzed to address
the research questions. Transcripts were compared to document analysis, imageelicitation notes, and field notes to identify relevant themes and respond to the research
questions. Image elicitation notes and field notes were recorded during the interview
sessions. The response to each question, the field notes, image-elicitation, and document
analysis data was aligned with each research question. Data were coded and charted to
identify recurring themes. These themes were then aligned to the pre-determined themes
outlined from the theoretical model. The theoretical framework for this study is
Participation Leadership Theory (PLT). Green (2009) indicated that “Participation
Leadership Theory allows stakeholders to be engaged in the decision-making process”
(p.76). This theory is important in collaborating with parents to get the best outcome for
their children. Green acknowledged this theory is only effective if the school leader
listens and implements the suggestions that are provided by the parents.
Further, similar themes were collapsed to make the data more manageable. These themes
were then summarized and synthesized to draw conclusions needed to answer the
overarching research questions.
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Brief Description of Participants
The researcher interviewed 9 parents (N = 200) of African American children
living with SCD in the Shelby County, Tennessee who attend elementary, middle and
high school. Purpose sampling method was implemented, to obtain a sample size of 9
participants (N = 9). The participants were purposely selected from the Sickle Cell
Foundation of Tennessee database of 200 parents who meet the requirements of the
study. The participants included nine African American females (Table 1), and the
children’s ages ranged from 9 years old to 17 years old. Participant’s names were not
used in this study in order not to violate Health Insurance Portability and Accountability
Act (HIPPA) concerning the privacy of their child’s diagnosis. The participation consent
form signed by each participant provided explicit information regarding the study and
participant information.
Data presented in this section through the individual vignette and the analysis are
inclusive of data collected from the semi-structured interviews with each participant, field
notes (which were incorporated into the interview responses), document analysis private
records, and the image-elicitation process. Data findings are interwoven to tell the story
of each participant and answer the question.
1.

What are parents’ perceptions of 504 Plans/Individual Education Plans of
children who have SCD?

2.

What are parents’ perceptions of family engagement at their child’s school?

3.

What are parents’ perceptions of district, state and federal policies/laws of
children who have SCD?
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Data Analysis
Key concepts that emerged from the data were retrieved from three primary
documents from the 9 African American parents who participated in the study. They were
as follows; Institutional Education Plan (IEP), 504 Plans, some students Psychological
Reports. The Key Concepts of Institutional Education Plan (IEP) plan revealed a
common theme, that parents’ children who had and IEP were allowed to drink water in
class, have extra study time, bathroom breaks, sit up front to hear the teacher, additional
time on test and allowed to use other student’s notes. Additionally, parents provide some
negative and positive experiences in having their child’s IEP implemented. Key
Concepts of 504 Plans revealed that students were allowed to drink water in class, have
additional bathroom breaks, sit up front to hear the teacher and have access to the
elevator. Additionally, parents provided some negative and positive experiences in
having their child’s 504 Plans implemented. Key concepts revealed that 7 of the 9
parents said their child had been diagnosed with Attention Deficit Disorder (ADD),
Attention Deficit Hyperactivity Disorder (ADHD) or some cognitive disorder.
Additionally, 7 of the 9 parents revealed that their children had a slow start academically.
The data revealed primary themes (Table 6) from the nine African American parents who
participated in the study. The semi-structures interview questions (Appendix D) revealed
the following responses:
Summary of Findings
Sickle Cell is an individualized disease, meaning that it affects everyone
differently. The findings, if this study were consistent, that 504 Plan/IEP are not
consistently implemented whether by the parents’ decision or the school’s decision.

62

According to Green (2009), “Participation Leadership Theory allows stakeholders to be
engaged in the decision-making process” (p.76). This theory was evident in the findings
in regards to parent’s participation in the education process to get the best outcome for
their children. Green (2009) acknowledged this theory is only effective if the school
leader listens and implements the suggestions that are provided by the parents. The
finding revealed that some educators do not listen or take the time to find out about sickle
cell disease that affects the children they educate.
Collection and examination of the data from participants semi-structured
interviews-inclusive of field notes, image-elicitation, document analysis, and the
literature allowed the researcher to determine that the 9 parents, who participated in the
study had some common themes.
The parents believed that education was essential for their child to succeed. Parent
9 stated, “Education is a tool for advancement for my child and an opportunity to enjoy
and increase her knowledge.” Parents indicated that the Star Coordinator provided by the
child’s primary healthcare agency was the key reason that their child can do well in
school and acquire a 504/IEP. The Star Coordinator served as a strong advocate, who
spoke on the behalf of parents and children and served as a liaison between the school
and the parent. Parent 1 stated, “He had a slow beginning and did not go to Pre-K or
Head Start, and he started behind. He spent much time outside of school trying to catch
up. The Star Coordinator Teacher at St. Jude helped children with learning disabilities,
and he spent summers getting help. The Star Coordinator teacher in reading provided
most of his assistance, and each year he improved”. Additionally, another common
theme was that the 7 of the 9 children has some cognitive issues such as ADD, ADHD or
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memory loss due to SCD. Parent 2 stated, “He has been diagnosed with ADD. He is timid
and fell behind in reading. He has missed much school because he has been sick with
SCD. 5th grade is a challenge, he a little bit behind. He has a problem decoding. My
major concern is that he is at an elementary school that has high standards, compared to
other schools and he will not be able to keep up”. Most of the parents revealed that their
child was being allowed to go to the restroom, keep water/snacks in class. Parent 6 stated,
“My child is allowed to get up and go to the restroom, water, snack in class when they
want to”. Finally, the major common theme was that all nine parents were advocates for
their child and believed that education would make a difference in the outcome of their
child’s success.
Each participant spoke candidly about their passion for being an advocate for their
child. Most notable in the interview sessions were parents that mentioned the support
they received form their child’s teacher, but not the Principal/Administration. Parents
motivations and expectations for participating in this process were centered around three
central themes: provide a quality education for their child; encouraging the school to
make sure the 504 and/or IEP is followed; and their child being able to make-up work
and get support from the school when their child is absent because of SCD. All of the
participants were females emerged as an additionally theme but was not part of a
prevailing theme. Additionally, only two parents were familiar with the Individuals with
Disabilities Education Act (IDEA) and most were not familiar with their local school
district policies concerning disabilities. Some of the parent’s facial expression indicated
that they were embarrassed that they did not know or were not up to date on IDEA or
local and state policies regarding disabilities.
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Summary of Research Findings
Research Question 1 (Semi-structured Interview Questions 3, 4, 7, 12)
What are parents’ perceptions of 504 Plans/Individual Education Plans of children
who have SCD?
Seven of the 9 parents indicated that their children have either had a slow start
academically and presently having a rough time academically. Parent 1 stated her child
had a slow beginning and did not go to Pre-K or Head Start, and he started behind.
Additionally, her child spent much time outside of school trying to catch up. She
emphasized that the Star Coordinator Teacher at St. Jude helped children with learning
disabilities, and her child spent summers getting help. She indicated that the Star
Coordinator teacher in reading provided most of his assistance, and each year he
improved. She is proud now that her child is now on the honor roll, and is a member of
the Beta National Honor Society. Parent 2 indicated that when her child first started
school, “he was okay”. Physically overtime his academics declined due to his frequent
crises. She mentioned that he had sleep apnea and got surgery to stop it. Furthermore, she
indicated that he has been diagnosed with ADD. Parent 2 also mentioned that her child
was timid and fell behind in reading. Additionally, her child has missed much school
because he has been sick with SCD. Parent 2 stated, “5th grade is a challenge, he a little
bit behind”. Additionally, she mentioned that he has a problem decoding. Her major
concern was that he is at an elementary school, and the school has high standards,
compared to other schools and he will not be able to keep up. Parent 3 suggested that her
child had an excellent academic performance his/her first year. She further indicated that
teachers were encouraging, however, and then started being badgering; the second year
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some teachers begin hurting her child academically. Parent 4 stated that her child was
average and has been below average, especially in English and Physical Education (PE).
She stated, “Math was up and down”. However, her child is now in Pre-Algebra and is
doing better in special needs section of math, however, doing worse in English in the
special needs. Her child got bad grade because she did not sign-off her on the study log,
but the mother does not know if she studied, so she will not lie.
Parent 5 mentioned that her child had a slow start with school because of being
sick. Her approach to school was different with this child than her other child. She stated,
“My daughter did not read at a young age, in the 2nd grade she could not read very well,
barely at all.” However, her daughter worked real hard with the school's Learning
Specialist and St. Jude supplemental summer reading programs. Parent 5 enthusiastically
indicated that her daughter started reading and never looked back. Her child is now in
honor classes and the honor society and has excelled academically. Parent 5 stated,
“Thank God Miracles are still happening.” She is glad she did not follow the
recommendation of the administrative report that the school course work was too
rigorous for her child. Parent 6 revealed that in past her child was failing because she was
out of 2-3 weeks at a time and falling behind and could not catch up. However, presently
here child is doing well academically. Her child has pulled up their grades. Parent 6
stated, “They are not on the honor roll, but doing well.” Parent 7 child was the outlier in
the study. She revealed that her child always has been a student that excelled and is very
competitive. She did indicate that her child is unable to be a part of sports, but he is in the
band. Additionally, she was proud to mention that her child tried theater in 9th grade, and
now he was taking on leading roles and he is the student council president for the school.
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Parent 8 mentioned that her child did well academically in her previous school in another
community; however, since she has been attending this school, things are different,
especially since the school had a new principal this school year. She stated, “Now
everything is done by the book.” She emphasized that her child is smart, but she is now
making C’s and D’s on her report card. Parent 9 admitted that it has been rough for her
child transitioning from kindergarten to first grade, especially in math and her reading
and her grades slipped some as well. However, she never noticed any cognitive issues
with her child while in Pre-K.
All 9 parents indicated that their child was allowed to bring water to class, use the
elevator, go to the restroom, and only 2 of the 9 parents mentioned their child gets extra
time on test. Parent 1 stated “my child can carry a water bottle, use the elevator, have
additional books at home, receive peer tutoring, and instructions for assignment are read
out loud.” Parent 2 also indicated that her child is allowed to keep his water and juice at
his desk at all times, allowed to go to the restroom, extra time on test, and works in small
groups. Additionally, Parent 2 revealed that she was working on the process, so that she
can test him. Parent 3-brought a unique perspective, that her child can make-up a while
being hospitalized or sick, however, her child did not get modified assignments but was
given extra time to complete assignments. Parent 4 said her child has some of the same
accommodations as the other children in the study, however, the mother was able to have
a 504 Plan incorporated within her child’s IEP. However, she did mention that the school
has not done a good job of explaining 504/IEP. She provided documents from St. Jude to
the school indicating her daughter has hard time focusing; however, she is not getting
assistance to assist in her child’s cognitive disorder, therefore limiting her academic
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performance. Parent 5 indicated that her child meets with the school's learning specialist
once a week and every teacher is aware of her condition, and they are proactive in
providing accommodation in allowing her to go to the restroom and drink water and eat.
Parent 6 indicated that her child is allowed to get up and go to the restroom, water, snack
in class when they want to. Parent 7 indicated that whenever her child is sick, he can go
to the nurse, and if he has complications they call her. Additionally, she gives half a dose
of his medication to school nurse. Parent 8 indicated that her child’s 504 Plan allowed her
to take water breaks and restroom breaks; however, she was not sure if she had an IEP.
Parent 9 indicated that presently her child does not need any special accommodations, but
is prepared to meet with her Star Coordinator to make the necessary plans if needed.
Seven of the 9 parents revealed that their child’s IEP.504 Plan is reviewed and /or revised
once a year. Parent 7 indicated that the school does have an IEP/504 Plan called SSS for
students who need special assistance/accommodations similar to IEP, however, presently
her child does not have one. Parent 9 also revealed that her child did not have a 504 Plan
and decided to wait until she needs it, however, if things change, she will contact the Star
Coordinator at St. Jude to make sure it is implemented.
Eight of the 9 parents revealed that their child’s IEP/504 Plan made an impact,
and would make an impact if it was fully implemented in some cases. Parent 1stated “we
have a plan in place, just in case something happen, he uses it as a last resort and not a
crutch”. She also mentioned that he only uses the elevator if he needs it. Parent 2 states
“his plan helps him to get the attention and education of his level”. She also mentioned,
“he has all of the accommodation he needs so that he can be like everyone else.” She
indicated that the school tried to make it possible that he not singled out. She also

68

revealed that according to his plan, he has to do 50% of homework, but he tries to do
more. Additionally, his end of the year goal is to be at 100%. Parent 2 said, “it is good
that IEP/504 is available”. She also revealed, “Schools will ignore 504/IEP, but you have
to stay on it”. She wanted to challenge other parents and asks, are you as parents
following through to make sure parent are doing what they are supposed to do? Are you
paying attention to your child to your child to see if your child needs a 504/IEP? Parent 3
stated, “once it puts in place, it going to make his life so much easier and accomplish
more, it’s going to be a door opener, it’s going to protect him”. Parent 4 indicated that the
plan has made a small impact. She stated, “Teachers need to read her IEP and daughter
should not have to tell teachers verbally”. Parent 5 revealed that there is an impact and
stated: “some parents want their child to be under IEP, so they can get an extra edge to
get extra time on ACT/SAT”. She did reveal that her child does not use her IEP much
now, but will use it when necessary, as she gets older. She mentioned that at one point,
her daughter was hurting herself climbing steps, and she pushed to get her access to
elevator (pass) eventually, she let the issue go because daughter did not want the special
attention. So she continued to hurt her shin. Parent 6 indicated that her child’s plan has
been very beneficial to her. Parent 7 indicated that her child has been fortunate and
presently does not need a plan. Parent 8 stated, “The 504 does not benefit my child, I still
have to go to truancy, despite writing letters to school concerning her absence.” Parent 9
child does not have a 504 plan, and mentioned that if things do change, she is willing to
call the St. Jude Star Coordinator and get it implemented.

69

Research Question 2 (Semi-structured Interview Questions 2, 5, 6, 8, 9, 10, 11):
What are parents’ perceptions of family engagement at their child’s school?
Most parents were able to provide a positive and negative situation at the school in
relationship to their child having SCD and the 504Plan/IEP being fully implemented.
However, the common thread among eight of the nine parents was the support they
received from the Star Coordinator at St. Jude Children’s Research Hospital that
advocated and educated the school staff and administration on SCD. Another theme
emerged that children were being marginalized and stigmatized and undervalued because
they had SCD. Parent 5 indicated that her child was considered at a young age to be
behind her peers. She sent her daughter to the psychologist to be testing, and SCD
contributed to her being behind. The school had already decided that her child would not
be able to handle schools rigorous course work and suggested that this school would not
be able to accommodate her child’s need. However, with much work in coordination with
the hospital, her child is now an honor roll student. Parent 2 indicated that “teachers that
are not familiar with SCD and don’t recognize it is a disability”. Parent 2 was
discouraged that that the school staff had no knowledge SCD and how it affects different
cultures. Additionally, the school staff was not sensitive to what the students with SCD
have to endure during a long day at school.
Other themes that emerged were that some of the school staff or school nurses
were not familiar with SCD. However, parents indicated that there were some supportive
teachers at their schools. Parent 1 reported that in 3rd grade, that his teacher noticed he
could not follow multi-step tasks. Parent 1 eventually learned that this was symptomatic
of having SCD. She stated,” teacher informed me that she could not give him many tasks
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at once.” So the teacher worked with the parent and in making sure she gave her child
one task at a time to complete. However, Parent 2 indicated that she could not think of
anything positive to say about her child’s school. Parent 3 was excited that a teacher with
the entire school made her son get-well cards. She stated, “he was so happy when he
returned to school, and it was a part of the healing.” However, Parent 1 works in the
medical field was familiar with 504/IEP and she indicated that she called to ask to speak
to the school counselor, and the counselor was not welcoming, and busy did not have
time. She was able to speak eventually to the teacher regarding her child’s disease and
learned protocols about her child’s teacher establishing 504 meetings.
Despite Parent 3 having a great experience when her child was younger and the
school providing get-well cards, as he has gotten older, her experiences with schools have
changed. In one particular encounter with an administrator at the school, she found that
he was not supportive, and her child was sent enormous amounts of work while he was in
the hospital. When she questioned the rationale of the administrator, she indicated that he
told her “he needs to learn to cope with being in the hospital.” She further reported that
the administrator refused to acknowledge her child’s 504 Plan, she transferred her child
to another school, and he had a great year. Parent 3 indicated that the administrator as
mentioned earlier was moved to the new school where her son was attending, and her son
got sick from dealing with him in the next school year, and he embarrassed her son in
front of classmates. Furthermore, her son was not allowed to graduate. Parent 3 stated,”
He refused to deal with the 504/IEP’s at this school and the school failed him.” Parent 3
emphasized that the school failed him literally and figuratively. Her son is now at a
different school, and she is trying to get new school and hospital involved in establishing
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his new 504 Plan/IEP. Parent 4 stated that she had “yanked her from 3 public schools
from Pre-K.” She indicated that her child is very smart; however, her child was placed at
risk and exposed in a school setting while another child had been diagnosed with scabies,
her child could have been affected, and that was poor communication from school
officials. She also indicated that while in second grade, she noticed her child was failing,
and couldn’t read or write on a second-grade level. She also recognized that her child
misspelled words often, so she thought her daughter had dyslexia. She had her child seen
by a psychologist at the child’s hospital and also received another opinion, and she
cannot get answer. Parent 3 did not know about a 504 Plan/IEP option for her until she
was in the 4th grade. To her dismay, she indicated that even now, all teachers do not
attend 504 Plan meeting. She stated, “If they did, they would know that she needed a
water break.” She also indicated, “That her child is viewed as a disobedient child because
when she is told that she can’t have water, she goes anyway”. The mother also indicated
that the child was placed in a Comprehensive Development Classes (CDC)/special needs
class without her permission. She also emphasized there was poor communication in
trying to have a parent/teacher conference and was told that she would have to go online
to contact teachers. Parent 3 indicated that it was not conducive to communicate with the
teacher via email because she is having issues with her computer and can’t go to school
website to get teacher emails. Additionally, Parent 3 observed and indicated that there
was a high turnover rate of teachers at her child’s school, therefore not providing
consistent education for children at the school.
Parents 4, 5, 6, and 7 provided some additional positive feedback concerning their
school's support. Positive 4 indicated that her child 405 plan allows her the opportunity to
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be given more water breaks. Parent 5 reported that the school Learning Specialist has
been a tremendous support to her child and it is great to work with someone who sees her
vision for her child. Parent 6 was just delighted that her child had made it to school two
months straight without missing school. She made citizenship, and the guidance
counselor, understandable to sickness, and she is allowed to get water when needed.
Parent 7 is having a very positive experience. She stated, “School staff is concerned if he
has been in the hospital.” Additionally, the school has a parent organization that supports
the family when he is sick, and his teacher took the time to visit her child when he was in
the hospital. Parent 8 could not provide any positive feedback concerning her child’s
school. She revealed her child is sick often, and her grades go down. However, her child
is smart, but the school informs her that her child is behind. Furthermore, she indicated
that teachers are not supportive. Parent 8 stated, “The school is sending me to truancy
even though I provide letters for my child being sick.” Parent 9 had never experienced
anything negative at her child’s school because of her SCD from the teachers. She
indicated her child’s teachers were mindful and helpful concerning her child’s condition.
All the parents, except Parent 3, stated their child had not been retained. Parent 3
stated that if she could have received cooperation from the school in modifying his school
assignments and recognizing his 504 Plan, her child would not have failed. She stated
that “he was already in slower math class, nothing could be modified more; he was out
for a month, and school indicated that they would fail him if he did not retain and they
did.”
All 9 parents indicated that their child falls behind academically when they are
absent. However, the common theme of parents whose children are in high school
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indicated that it was a little harder for their child to catch up. Parent 5 indicated that
missing school in high school is a bigger deal now because she has to make up test. She
does not agree with the administration’s handling the absentee issue and has had not a
great experience with her child being in honors classes and having to make up work if she
is out sick. Parent 1 indicated that her child feels they are being left behind when he is
out sick. She said that he does not like to miss school; he misses the socialization. Parent
2 revealed that being out for 2-3 days put her child behind. She stated, “pain meds keep
him off focus psychologically it is a strain.” She expressed that in 1st grade her child
missed two weeks, and he dropped a reading level and retaining memory. Parent 3
indicated that her child becomes anxious and has high anxiety from missing school,
therefore, he does not want to admit when he is sick and does not want to feel like a
failure. Parent 4 indicated that her child falls behind in her work. Additionally, her child
is supposed to have an inclusion teacher; however, the daughter says she does not know
her name.
Parent 6 indicated that it bothered her child emotionally, and breaks her heart
when she cannot attend school activities, especially field trips. Parent 7 expressed that it
was intense when her child gets behind in school work because of SCD, because of his
class load, getting behind in school work because the workload was intense, however,
teachers are helpful and try to help him up catch up. Parent 8’s frustration was evident
when she explained that teachers had issues with her child being absent from school so
much and don’t understand her child’s disease. Furthermore, the principal informed her
that there was no need to have the St. Jude Star Coordinator to visit the school. Parent 9
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indicated that when her child is sick, she has to make up the lesson, however, she is
fortunate that she has not been sick a lot.
There was a mixture of parent responses that revealed the school is supportive in
sending assignments and calling to check on their child. However, some revealed that the
school was not supportive. Parent 1mentioned that her child was hospitalized in 2nd
Grade for many weeks, and she could not get homework. The school slowly allowed her
child to make up the course work. Parent 2 indicated that the school tends be
understanding when her child is sick, and they do not count it against him, however,
sometimes they send work and sometimes they do not. Parent 3 mentioned that their child
school is very supportive in sending their entire child’s missed assignments, however,
without any modifications. Parent 4 also revealed that the school did not send
assignments promptly, so her child could not get work done. Parent 6 indicated that her
child can get lessons from homework lesson line when she is sick.
Parent 7 revealed that people pray, call, and check up on her sick child, and the parent
group even brings meals to families that need assistance. Parent 8 simply stated, “I
receive no support from the school”. Parent 9 stated, “she never actually been
hospitalized, Thank God”. She also mentioned that the last time she was taken to the
hospital in Pre-K; she received much love and support from the school.
Eight of 9 parents in the study indicated that their children wanted to participate in school
activities; some of the children could not participate in the sports, even though they had a
strong desire, but knew their limitations, so most of the children found alternative actives
to make their “mark” at their respective schools.
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Parent 1 child is unique in that even with SCD he plays baseball, however, wants
to play football, and his mother is not ready to let him play. Her child likes student
council. Additionally, her child is in drama, theater, he does the production, camera,
lighting, and works behind the scene for the school plays. She stated, “He likes to get to
school time”. Parent 2’s child participants based on the time of year and weather patterns
(too hot, too cold). She stated, “when it is hot, he is not trying to outside.” Parent 3
indicated that he sings in the choir, and is learning to play bass guitar. She stated, “He
wants to play football, but realizes he cannot, but finds peace and contentment in what he
can do. Parent 4 indicated her child had issues in physical education with her knees and
her child was in majorettes. She had a hard time to getting the routines and when her
grades declined she took her out. Parent 5 indicated that her child wants to play Lacrosse
like their old sibling, but she realized the restrictions, therefore, she has come up with her
own interest in acting, singing, theatre. Additionally, she wants to try out for
cheerleading. Parent 6 indicated that her child participates in a fun day and the carnival at
school. She wants to be a cheerleader but is shy, but she is also plays the flute. Parent 7
indicated her son is very active with school. He is part of the tech team and is President
of Student Council. Parent 8 quickly stated, “NO” and Parent 9 stated with excitement
“she is the top participator in class.
Parent 1 indicated, as her child gets older, she does not have a close relationship
with teachers as she did when he was in elementary. When there was a problem, the
school will call her. She is teaching him to advocate for himself and teaching him to talk
directly to teachers and administrators, therefore, he is present at his 504/IEP meetings.
Parent 2 revealed that she is very active in her child’s education and has an excellent
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relationship with the administrators and teachers. She stated, “I have been very involved
in school since they were in daycare”. She also mentioned that it was important to know
what your children are learning and doing in school. Parent 2 also revealed that she had
an education background, therefore, has a key insight to the benefits of education. Parent
3 stated, “My relationship is superb with his new school, other than getting IEP/504
Plan.”
Parent 4 revealed that she has no relationship with her child’s school, and she
doesn’t know the names of teachers because of the high turnover. She stated,” I have not
received her report card and my daughter verbally told me her grades.” She concluded
that everything is so impersonal at the school. Parent 5 noted that she has had some great
experiences and not so great experiences at her child’s school. She admitted that she had
better experiences when her child was in lower grades at school. Some people did not
want to know much about SCD. One major issue she has been concerned about was that
the school was making decisions without consulting her in regards to her child taking
advanced math because of her health.
Additionally, she has recognized that since her child is in high school now,
she does not get a chance to catch up once she comes back to school from being sick.
Parent 6 indicated she has a great relationship with child’s teacher and does not make
trouble. The only barrier is when her child is absent from time to time.
Parent 7 stated, “If I have any concerns, I can email the teacher, set up
an appointment, teachers are a phone call away”.
Parent 8 stated, “No Relationship”. Parent 9 revealed that she had an open line of
communication with her child’s teacher. She also stated, “I do not have a relationship
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with the Principal and office staff, they are rude.” Parent 9 has considered removing her
child from the school because of the negative attitude of the office staff and Principal, but
her child likes the school and her friends.
Five of 9 parents indicated that they were currently involved with their child’s
school. Some of the parents indicated that their involvement has decreased over the years,
either because of work; lack of work, lack of transportation or their child is older. Parent
1 attends school meetings when she can. She mentioned that she recently went to 504
meeting and, this time, her son was there and was able to provide input. She indicated
there were no barriers at the present time in preventing her in being engaged in the
school. Parent 2 and Parent 7 are active in the school parent organization. Parent 7 was
proud to mention that she was chair of the Senior committee and provide snacks for the
seniors every week. Parent 6 stated, “I participate 100%”. She also revealed that there
were no barriers in being engaged in her child’s school. Parent 3 stated, “before my route
changed at work, I use to visit quite regularly but now can’t because of my job.” Parent 4
indicated that she was extremely involved because her daughter is involved; however,
there are not a variety of activities for parents to participate. Parent 4 stated, “going
online is a barrier, trying to find out who is the PTA coach for two years.” Parent 5
revealed that she was not as involved as she used to be. Furthermore, when her child was
younger, she was at the school way too much, however, now the school offers so few
opportunities to be engaged because so many parents are active. She also revealed that
the school has so much family engagement, and room mothers competed so much that the
school eventually had to stop having room mothers because it was getting out of hand on
the competition. Parent 8 revealed that she used to work at the school and stated, “The
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new Principal has a nasty attitude.” She indicated that her child is not involved at the
school. Parent 9 stated, “I am not where I want to be, I want to reward my child’s class,
but can't now because I lost my job and my transportation is down.”
Research Question 3 (Semi-structured Interview Questions 1):
What are parents’ perceptions of district, state and federal policies/laws of
children who have SCD?
All 9 parents revealed that they believed in education, and they understood that
education was the key to their child’s success in society. Parent1 indicated that the
purpose of education was to increase further learning to be taught writing and reading
matters. Parent 2 stated that the purpose of education is to learn and a better society with
the knowledge you have taken in.
Parent 3 described the purpose of education is to make a person more productive
in society and have a positive influence on the individual and society’s education.
Additionally, that education teaches life skills and responsibility to one's self.
Parent 4 also believed that it was imperative to have an education. It was important in
having your skill, but she also recognized that everyone is different. She stated, “I want to
make sure my daughter is strong enough to make decisions for her benefit.” Parent 5
believed “education is the root of all success”! She believed that education started before
birth, and it was a big benefit to her child. She also believed that education plays a key
role in the outcome of her child’s success. Parent 6 indicated that the purpose of an
education was to build a future and a better life that will lead to a career. She stated that
“you have to have book sense, and you cannot make it out here without an education.”
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Parent 7 emphasized that education was critical. She stated, “You must have it to
succeed, and knowledge is the way.” Parent 8 stated, “I want my child to be educated and
have a good job.” She emphasized that she wants her child to know everything he/she
needs to know to be successful in life. Parent 9 viewed education as the tool for
advancement for her child and an opportunity to enjoy and increase her knowledge.
Only two parents were familiar with the Individuals with Disabilities Education Act
(IDEA) and most were not familiar with their local school district policies concerning
disabilities. Some of the parents expressed that they embarrassed that they have not
become more familiar with Federal, State and Local policies regarding disabilities.
Cross Parent Analysis
The data revealed the cross parent analysis of 9 African American parents who
participated in the study. The semi-structures interview questions revealed the following
responses:
1.

Describe your belief on the purpose of education?
All 9 parents revealed that they believed in education, and they understood that

education was the key to their child’s success in society.
Parent1 indicated that the purpose of education was to increase further learning to be
taught writing and reading matters. Parent 2 stated that the purpose of education is to
learn and a better society with the knowledge you have taken in.
Parent 3 described the purpose of education is to make a person more productive in
society, and a have a positive influence on the person and society’s education.
Additionally, that education teaches life skills and responsibility to oneself.
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Parent 4 also believed that it was vital to have an education. It was important in having
your skill, but she also recognized that everyone is different. She stated, “I want to make
sure my daughter is strong enough to make decisions for her benefit.” Parent 5 believed
“education is the root of all success!” She believed that education started before birth and
that it was a big benefit to her child. She also believed that education plays a vital role in
the outcome of her child’s success. Parent 6 indicated that the purpose of education was
to build a future and a better life that will lead to a career. She stated that “you have to
have book sense, and you cannot make it out here without an education.”
Parent 7 emphasized that education was crucial. She stated, “You must have it to
succeed, and knowledge is the way.” Parent 8 stated, “I want my child to be educated and
have a good job.” She emphasized that she wants her child to know everything he/she
needs to know to succeed in life. Parent 9 viewed education as a tool for advancement for
her child and an opportunity to enjoy and increase her knowledge.
2.

Can you describe the first time you experienced a positive and negative occurrence

concerning child at school in relationship to SCD?
Most parents were able to provide a positive and negative situation at the school
in relationship to their child having SCD and the 504Plan/IEP being fully implemented.
However, the common thread among eight of the nine parents was the support they
received from the Star Coordinator at St. Jude Children’s Research Hospital that
advocated and educated the school staff and /or administration on SCD. Another theme
emerged that children were being marginalized and stigmatized and undervalued because
they had SCD. Parent 5 indicated that her child was considered at a young age to be
behind her peers. She sent her daughter to the psychologist to be testing, and SCD
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contributed to her being behind. The school had already decided that her child would not
be able to handle schools rigorous course work and suggested that this school would not
be able to accommodate her child’s need. However, with much work in coordination with
the hospital, her child is now an honor roll student. Parent 2 indicated that “teachers that
are not familiar with SCD and don’t recognize it is a disability”. Parent 2 was
discouraged that that the school staff had no knowledge SCD and how it affects different
cultures. Additionally, the school staff was not sensitive to what students with SCD have
to endure during a long day at school.
Other themes that emerged were that some of the school staff or school nurses
were not familiar with SCD. However, parents indicated that there were some supportive
teachers at their schools. Parent 1 indicated that in 3rd grade, that his teacher noticed he
could not follow multi-step tasks. Parent 1 eventually learned that this was symptomatic
of having SCD. She stated,” teacher informed me that she could not give him many tasks
at once”. So the teacher worked with the parent and in making sure she gave her child
one task at a time to complete. However, Parent 2 indicated that she could not think of
anything positive to say about her child’s school. Parent 3 was excited that a teacher with
the entire school made her son get-well cards. She stated, “He was so happy when he
returned to school, and it was a part of the healing”. However, Parent 1 works in the
medical field was familiar with 504/IEP and she indicated that she called to ask to speak
to the school counselor, and the counselor was not welcoming, and busy did not have
time. She was able to speak eventually to the teacher regarding her child’s disease and
learned protocols about her child’s teacher establishing 504 meetings. Despite Parent 3
having a great experience when her child was younger and the school providing get-well
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cards, as he has gotten older, her experiences with schools have changed. In one
particular encounter with an administrator at a school, she found that he not supportive
and her child was sent enormous amounts of work while he was in the hospital. When she
questioned the rationale of the administrator, she indicated that he told her “he needs to
learn to cope with being in the hospital”. She further indicated that the administrator
refused to acknowledge her child’s 504 Plan, she transferred her child to another school,
and he had a great year. Parent 3 indicated that the administrator as mentioned earlier
was moved to the new school where her son was attending, and her son got sick from
dealing with him in the next school year, and he embarrassed her son in front of
classmates. Furthermore, her son was not allowed to graduate. Parent 3 stated, “He
refused to deal with 504/IEP’s at this school and the school failed him”. Parent 3
emphasized that the school failed him literally and figuratively. Her son is now at a
different school, and she is trying to get new school and hospital involved in establishing
his new 504 Plan/IEP. Parent 4 stated that she had “yanked her from 3 public schools
from Pre-K”. She indicated that her child is very smart; however, her child was placed at
risk and exposed in a school setting while another child had been diagnosed with scabies,
her child could have been affected, and that was poor communication from school
officials. She also indicated that while in second grade, she noticed her child was failing,
and couldn’t read or write on a second-grade level. She also recognized that her child
misspelled words often, so she thought her daughter had dyslexia. She had her child seen
by a psychologist at the child’s hospital and also received another opinion, and she
cannot get an answer. Parent 3 did not know about a 504 Plan/IEP option for her until
she was in the 4th grade. To her dismay, she indicated that even now, all teachers do not
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attend 504 Plan meeting. She stated, “If they did, they would know that she needed a
water break.” She also indicated, “That her child is viewed as a disobedient child because
when she is told she cannot have water, she goes anyway”. The mother also indicated that
the child was placed in a Comprehensive Development Classes (CDC)/special needs
class without her permission. She also emphasized that there was poor communication in
trying to have a parent conference and was told that she can go online to contact teachers.
Parent 3 indicated that it was not conducive to contact teacher via email because she is
having issues with her computer and can’t go to school website to get teacher emails.
Additionally, Parent 3 observed and indicated that there was a high turnover rate of
teachers at her child’s school, therefore not providing consistent education for children at
the school. Parents 4, 5, 6, and 7 provided some additional positive feedback concerning
their schools support. Positive 4 indicated that her child 405 plan allows her the
opportunity to be given more water breaks. Parent 5 indicated that the school Learning
Specialist has been a tremendous support to her child and it is great to work with
someone who sees her vision for her child. Parent 6 was just delighted that her child had
made it to school two months straight without missing school. She made citizenship, and
the guidance counselor, understandable to sickness, and she is allowed to get water when
needed. Parent 7 is having a very positive experience. She stated, “School staff is
concerned if he has been in hospital.” Additionally, the school has a parent organization
that supports the family when he is sick, and his teacher took time to visit her child when
he was in the hospital. Parent 8 could not provide any positive feedback concerning her
child’s school. She revealed that her child is sick often and her grades go down, however,
her child is smart, but the school informs her that her child is behind. Furthermore, she
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indicated that teachers are not supportive. Parent 8 stated, “The school is sending me to
truancy even though I provide letters for my child being sick”. Parent 9 had never
experienced anything negative at her child’s school because of her SCD from the
teachers. She indicated that her child’s teachers were mindful and helpful concerning her
child’s condition.
3.

Tell me about your child’s past and present academic performance at school?
Seven of the 9 parents indicated that their children have either had a slow start

academically and presently having a rough time academically. Parent 1 indicated that her
child had a slow beginning and did not go to Pre-K or Head Start and he started behind.
Her child spent a lot of time outside of school trying to catch up. She emphasized that the
Star Coordinator Teacher at St. Jude helped children with learning disabilities, and her
child spent summers getting help. She indicated that the Star Coordinator teacher in
reading provided most of his assistance, and each year he improved. She is proud now
that her child is now on the honor roll, and is a member of the Beta National Honor
Society. Parent 2 indicated that when her child first started school, “he was okay”.
However, physically over time, his academics declined due to his frequent crisis. She
mentioned that he had sleep apnea and got surgery to stop it. Furthermore, she indicated
that he has been diagnosed with ADD. Parent 2 also mentioned that her child was timid
and fell behind in reading. Additionally, her child has missed a lot of school because he
has been sick with SCD. Parent 2 stated, “5th grade is a challenge, he a little bit behind”.
Additionally, she mentioned that he has a problem decoding. Her major concern was that
he is at an elementary school, and school has high standards, compared to other schools
and he will not be able to keep up. Parent 3 suggested that her child had a very good
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academic performance his/her first year. She further indicated that teachers were
encouraging, however, and then started being badgering; the second year some teachers
begin hurting her child academically. Parent 4 indicated that her child was average and
has been below average, especially in English and Physical Education (PE). She stated,
“Math was up and down”. However, her child is now in Pre-Algebra and is doing better
in special needs section of math, however, doing worse in English in the special needs.
Her child got bad grade because she did not sign off her on study log, but the mother does
not know if she studied, so she won’t lie.
Parent 5 mentioned that her child had a slow start with school because of being
sick. Her approach to school was different with this child than her other child. She stated,
“My daughter did not read at a young age, 2nd grade could not read very well, barely at
all” However, her daughter worked real hard with the schools Learning Specialist and St.
Jude supplemental summer reading programs. Parent 5 enthusiastically indicated that her
daughter started reading and never looked back. Her child is now in honor classes and the
honor society, and has excelled academically. Parent 5 stated, “Thank God Miracles are
still happening”. She is glad she did not follow the recommendation of the administrative
report that the school course work was too rigorous for her child. Parent 6 revealed that in
past her child was failing because she was out of 2-3 weeks at a time and falling behind
and could not catch up. However, presently her child is doing well academically. Her
child has pulled up their grades. Parent 6 stated, “They are not on honor roll, but doing
well”. Parent 7 child was the outlier in the study. She revealed that her child always has
been a student that excelled and is very competitive. She did indicate that her child is
unable to be a part of sports but he in band. Additionally, she was proud to mention that
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her child tried theatre in 9th grade, and now he taking on leading roles, and he is the
student council president for the school. Parent 8 mentioned that her child did well
academically in her previous school in another community; however, since she has been
attending this school, things are different, especially since the school had a new principal
this school year. She stated, “Now everything is done by the book”. She emphasized that
her child is smart, but she is now making C's and D's on her report card. Parent 9
admitted that it has been rough for her child transitioning from kindergarten to first grade,
especially in math and her reading and her grades slipped some as well. However, she
never noticed any cognitive issues with her child while in Pre-K.
4.

Describe any special services or accommodations that your child receives at school?
All 9 parents indicated that their child was allowed to bring water to class, use the

elevator, go to the restroom, and only 2 of 9 parents mentioned that their child gets extra
time on a test. Parent 1 stated, “My child can carry a water bottle, use the elevator, have
additional books at home, receive peer tutoring, and instructions for assignment are read
out loud.” Parent 2 also indicated that her child is allowed to keep his water and juice at
his desk at all times, allowed to go to the restroom, extra time on test, and works in small
groups. Additionally, Parent 2 revealed that she was working on the process so that she
can test him. Parent 3 brought a unique perspective, that her child can make-up while
being hospitalized or sick. However, her child did not get modified assignments but was
given extra time to complete assignments. Parent 4 said her child has some of the same
accommodations as the other children in the study, however, the mother was able to have
a 504 Plan incorporated within her child’s IEP. However, she did mention that the school
has not done a good job of explaining 504/IEP. She provided documents from St. Jude to
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the school indicating her daughter has hard time focusing; however, she is not getting
assistance to assist in her child’s cognitive disorder, therefore limiting her academic
performance. Parent 5 indicated that her child meets with the school's learning specialist
once a week, and every teacher is aware of her condition, and they are proactive in
providing accommodation in allowing her to go to the restroom and drink water and eat.
Parent 6 indicated that her child is allowed to get up and go to the restroom, water, snack
in class when they want to. Parent 7 indicated that whenever her child is sick, he can go
to the nurse, and if he has complications they call her. Additionally, she gives half a dose
of his medication to the school nurse. Parent 8 indicated that her child’s 504 Plan allowed
her to take water breaks and restroom breaks; however, she was not sure if she had an
IEP. Parent 9 indicated that presently her child does not need any special
accommodations, but is prepared to meet with her Star Coordinator to make the necessary
plans if needed.
5.

Has your child ever been retained? If so why, and could this have been avoided?
All of the parents, except Parent 3, stated their child had not been retained. Parent

3 indicated that if she could have received cooperation from the school in modifying his
school assignments and recognizing his 504 Plan, her child would not have failed. She
stated that “he was already in slower math class, nothing could be modified more, he was
out for a month, and school indicated that they would fail him if he did not retain and
they did”.
6.

Describe the impact on your child being absent from school because of SCD?
All 9 parents indicated that their child falls behind academically when they are

absent. However, the common theme of parents whose children are in high school,

88

indicated that it was a little harder for their child to catch up. Parent 5 indicated that
missing school in high school is bigger deal now because she has to make up test. She
does not agree with the administration’s handling the absentee issue and has had not a
great experience with her child being in honors classes and having to make up work if she
is out sick. Parent 1 indicated that her child feels they are being left behind when he is
out sick. She said that he does not like to miss school; he misses the socialization. Parent
2 revealed that being out for 2-3 days, put her child behind. She stated, “pain meds keep
him off focus psychologically it is a strain”. She expressed that in 1st grade her child
missed two weeks and he dropped a reading level and retaining memory. Parent 3
indicated that her child become anxious and has high anxiety from missing school,
therefore, he doesn’t want to admit when he is sick, and does not want to feel like a
failure. Parent 4 indicated that her child falls behind in her work. Additionally, her child
is supposed to have an inclusion teacher; however, the daughter says she does not know
her name.
Parent 6 indicated that it bothered her child emotionally, and breaks her heart
when she can’t attend school activities, especially field trips. Parent 7 expressed that it
intense when her child got behind in school work because of SCD, because of his class
load, getting behind in school work because the work load is intense. However, teachers
were helpful and try to help him up catch up. Parent 8’s frustration was evident when she
explained that teachers had issues with her child being absent from school so much and
don’t understand her child’s disease. Furthermore, she was informed by the principal that
there was no need to have the St. Jude Star Coordinator to visit the school. Parent 9
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indicated that when her child is sick, she has to make up the lesson, however, she is
fortunate that she has not been sick a lot.
7.

How often is your IEP/504 Plan reviewed, revised?
Seven of the 9 parents revealed that their child’s IEP.504 Plan is reviewed and /or

revised once a year. Parent 7 indicated that the school does have an IEP/504 Plan called
SSS for students who need special assistance/accommodations similar to IEP, however,
presently her child does not have one. Parent 9 also revealed that her child did not have a
504 Plan and decided to wait until she needs it, however, if things change, she will
contact the Star Coordinator at St. Jude to make sure it is implemented.
8.

Describe the support you receive from the school when your child is hospitalized for

SCD?
There was a mixture of parent responses that revealed the school is supportive in
sending assignments and calling to check on their child. However, some revealed that the
school was not supportive. Parent 1mentioned that her child was hospitalized in 2nd
Grade for many weeks, and she could not get homework. The school slowly allowed her
child to make up the course work. Parent 2 indicated that the school tends be
understanding when her child is sick, and they do not count it against him, however,
sometimes they send work and sometimes they do not. Parent 3 mentioned that their
child’s school is very supportive in sending their entire child’s missed assignments,
however, without any modifications. Parent 4 also revealed that the school did not send
assignments promptly, so her child could not get work done. Parent 6 indicated that her
child can get lessons from homework lesson line when she is sick.
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Parent 7 revealed that people pray, call, and check up on her sick child, and the parent
group even brings meals to families that need assistance. Parent 8 simply stated, “I
receive no support from the school.” Parent 9 stated, “she never really been hospitalized,
Thank God.” She also mentioned that the last time she was taken to the hospital in PreK; she received much love and support from the school.
9.

Describe your child’s experience in participating in school activities?
Eight of 9 parents in the study indicated that their children wanted to participate in

school activities, some of the children could not participate in the sports, even though
they had a strong desire, but knew their limitations. Most of the children found alternative
activities to make their “mark” at their respective schools.
Parent 1 Child is unique in that even with SCD he plays baseball, however, he wants to
play football, and his mother is not ready to let him play. Her child likes student council.
Additionally, her child is in drama, theater, he does the production, camera, lighting, and
works behind the scene for the school plays. She stated, “He likes to get to school time.”
Parent 2’s child participants based on the time of year and weather patterns (too hot, too
cold). She stated, “when it is hot, he is not trying to outside.”
Parent 3 indicated that he sings in the choir, and is learning to play bass guitar. She
stated, “He wants to play football, but realizes he cannot, but finds peace and
contentment in what he can do. Parent 4 indicated her child had issues in physical
education with her knees, and her child was in majorettes. She had a hard time to getting
the routines and when her grades declined she took her out. Parent 5 indicated that her
child wants to play Lacrosse like their old sibling, but she realizes the restrictions.
Therefore, she has come up with her interest in acting, singing, theater. Additionally, she
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wants to try out for cheerleading. Parent -6 indicated that her child participates in a fun
day and the carnival at school. She wants to be a cheerleader but is shy, but she also plays
the flute. Parent 7 indicated her son is very active with the school. He is part of the tech
team and is President of Student Council. Parent 8 quickly stated, “NO” and Parent 9
stated with excitement “she is the top participator in class.
10.

Describe your relationship with teachers/administration regarding your child’s

academic performance at school?
Parent 1 indicated, as her child gets older, she does not have a close relationship
with teachers as she did when he was in elementary. When there was a problem, the
school will call her. She is teaching him to advocate for himself and teaching him to talk
directly to teachers and administrators, therefore, he is present at his 504/IEP meetings.
Parent 2 revealed that she is very active in her child’s education and has a great
relationship with the administrators and teachers. She stated, “I have been very involved
in school since they were in daycare”. She also mentioned that it was important to know
what your children are learning and doing in school. Parent 2 also revealed that she had
an education background, therefore, has a key insight to the benefits of education. Parent
3 stated, “My relationship is superb with his new school, other than getting IEP/504
Plan.”
Parent 4 revealed that she has no relationship with her child’s school, and she
doesn’t know the names of teachers because of the high turnover. She stated,” I have not
received her report card and my daughter verbally told me her grades.” She concluded
that everything was so impersonal at the school. Parent 5 noted that she has had some
great experiences and not so great experiences at her child’s school. She admitted that she
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had better experiences when her child was in lower grades at school. Some people did not
want to know much about SCD. One major issue she has been concerned about was that
the school was making a decision without consulting her in regards to her child taking
advanced math because of her health. Additionally, she has recognized that since her
child is in high school now, she does not get a chance to catch up once she comes back to
school from being sick. Parent 6 indicated she has a great relationship with child’s
teacher and does not make trouble. The only barrier is when her child is absent from time
to time. Parent 7 stated, “If I have any concerns, I can email the teacher, set up
An appointment, teachers, are a phone call away”. Parent 8 stated, “No
Relationship.” Parent 9 revealed that she had an open line of communication with her
child’s teacher. She also stated, “I do not have a relationship with the Principal and office
staff, they are rude.” Parent 9 has considered removing her child from the school because
of the negative attitude of the office staff and Principal, but her child likes the school and
her friends.
11.

Describe your level of involvement at your child’s school? Are there any barriers

that prevent you from being fully engaged at the school? If so, what are they?
Five of 9 parents indicated that they were currently involved with their child’s
school. Some of the parents indicated that their involvement has decreased over the years,
either because of work; lack of work, lack of transportation or their child is older. Parent
1 attends school meetings when she can. She mentioned that she recently went to 504
meeting and, this time, her son was there and was able to provide input. She indicated
that there were no barriers at present in preventing her in being engaged in the school.
Parent 2 and Parent 7 are active in the school parent organization. Parent 7 was proud to
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mention that she was chair of the senior committee and provide snacks for the seniors
every week. Parent 6 stated, “I participate 100%”. She also revealed that there were no
barriers in being engaged in her child’s school. Parent 3 stated, “before my route
changed at work, I use to visit quite regularly but now can’t because of job”. Parent 4
indicated that she was extremely involved because her daughter is involved; however,
there are not a variety of activities for parents to participate. Parent 4 stated, “going
online is a barrier, trying to find out who is the PTA coach for two years”. Parent 5
revealed that she was not as involved as she used to be. Furthermore, when her child was
younger, she was at the school way too much, however, now the school offers so few
opportunities to be engaged because so many parents are active. She also revealed that
the school has so much family engagement, and room mothers competed so much that the
school eventually had to stop having room mothers because it was getting out of hand on
the competition. Parent 8 revealed that she used to work at the school and stated, “The
new Principal has a nasty attitude”. She indicated that her child is not involved at the
school. Parent 9 stated, “I am not where I want to be, I want to reward my child’s class,
but can’t now because I lost my job and my transportation is down.”
12.

Describe the impact of your child’s IEP/504 Plan?
Eight of the 9 parents revealed that their child’s IEP/504 Plan made an impact,

and would make an impact if it was fully implemented in some cases. Parent 1 stated,
“We have a plan in place, just in case something happen, he uses it as a last resort and not
a crutch”. She also mentioned that he only uses the elevator if he needs it. Parent 2 states
“his plan helps him to get the attention and education of his level”. She also mentioned,
“he has all of the accommodation he needs so that he can be like everyone else”. She

94

indicated that the school tried to make it possible that he not singled out. She also
revealed that according to his plan, he has to do 50% of homework, but he tries to do
more. Additionally, his end of the year goal is to be at 100%. Parent 2 said, “it’s good
that IEP/504 is available”. She also revealed, “Schools will ignore 504/IEP, but you have
to stay on it”. She wanted to challenge other parents and asks, are you as a parent
following through to make sure parent are doing what they supposed to do? Are you
paying attention to your child to your child to see if your child needs a 504/IEP?
Parent 3 stated, “once it puts in place, it going to make his life so much easier and
accomplish more; it’s going to be a door opener; it’s going to protect him”. Parent 4
indicated that the plan has made a small impact. She stated, “Teachers need to read her
IEP and daughter should not have to tell teachers verbally”. Parent 5 revealed that there is
an impact and stated: “some parents want their child to be under IEP, so they can get an
extra edge to get extra time on ACT/SAT”. She did reveal that her child does not use her
IEP much now, but will use it when necessary, as she gets older. She mentioned that at
one point, her daughter was hurting herself climbing steps and she pushed to get her
access to the elevator (pass) eventually, she let the issue go because daughter did not
want the special attention. So, she continued to hurt her shin. Parent 6 indicated that her
child’s plan has been very beneficial to her. Parent 7 indicated that her child has been
fortunate and presently does not need a plan. Parent 8 stated, “The 504 does not benefit
my child, I still have to go to truancy, despite writing letters to school concerning her
absence”. Parent 9 child did not have a 504 plan and mentioned that if things do change,
she is willing to call the St. Jude Star Coordinator and get it implemented. Based on these
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findings, Chapter 5 will provide the researcher’s conclusions, discussion, implications,
and summary.
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Chapter 5
Conclusions, Discussion, Implications and Recommendation
Conclusions
The purpose of this study was to explore Parent Involvement regarding children
living with SCD and their parents’ perceptions of their children’s 504/Individualized
Education Plan. The study utilized the qualitative research design. The research revealed
that students living with sickle cell are more likely to have poor academic performance.
This study examined the problem that parents have fully implemented their children’s
504 Plan/Individual Education Plans who live with SCD to achieve academic success.
This study used a phenomenological approach. Data was gathered within a process
comprised of semi-structured interviews-inclusive of field notes, image-elicitation, and
document analysis; these were the primary sources of evidence for this study. In this
study, data was collected from parents whom children had SCD in elementary, middle or
high schools and who were accessible to the researcher. These parents were randomly
selected from the Sickle Cell Foundation of Tennessee database. Data was extracted from
these primary sources from each participant based on their responses about the research
questions:
1. What are parents’ perceptions of 504 Plans/Individual Education Plans of
children who have SCD?
2. What are parents’ perceptions of district, state and federal policies/laws of
children who have SCD?
3. What are parents’ perceptions of family engagement at their child’s school?
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Study Overview
This study provided a historical and relevant relationship between SCD, IDEA
and parent engagement. The study provided a definition and symptoms of SCD, and the
current research in treating SCD. The study also discussed the IDEA and the difference
between a 504 plan and an IEP, defined parent engagement and its relevance to the
Elementary Secondary Education Act. The study defined SCD as a hereditary red blood
cell disorder. According to Hijmans (2011), children with SCD have reduced oxygen
carrying capacity due to their low hemoglobin levels that lead to various medical
complications. The study examined parents’ perceptions of 504/IEPs, in relationship to
their children living with SCD; therefore, the literature reflects the correlation between
the parent’s rights and SCD.
The literature review revealed that it has been a continuous battle for parents to
obtain rights to give input into the education process. Furthermore, it was even harder for
a parent to gain and maintain rights to be engaged in the decision-making the process of
school districts. The literature revealed that parents demanded the right in the decision
process to ensure that they could be engaged and provided adequate care for the treatment
of their children. The literature revealed that when parents are engaged in the education
of the children succeed, despite this fact some school districts and the federal government
wanted to limit the access and input of parents, parents marched and lobbied to have their
voices heard. The literature also revealed that schools’ districts feared the power and
knowledge parents gained to advocate for their children.
The study suggested that there are many types of parent involvement. The study
suggested that parents as advocates are key in the academic success of children.
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Additionally, the study revealed that the No Child? Left Behind Act (NCLB) Section
1118 required that parents be engaged in the academic process. NCLB stressed equity for
all parents and their right to involved in the decision-making process of their child. The
study literature review revealed that Joyce Epstein (2001) developed six keys to
strengthen partnerships between parents, schools and the community. The six keys
provide definite roles that played an impact on the academic achievement of children
through parenting, communication, volunteering, learning at home, decision-making, and
collaborating with the community.
The study revealed that parents of children with a chronic disease such as SCD
have their social complications because they are unable to keep a steady job or career
while serving as a caregiver of a sick child. Parents have a balancing act of providing a
life for their children and being engaged in the medical and educations challenges of their
children.
According to the study, Brown, Davis, Lambert, Kopkins, and Eckman et al.
(2000) children who suffer from SCD are at a more significant risk to have cognitive
impairments because of cerebral vascular accidents (strokes) and acute chest syndrome
(p. 503). The literature review revealed according to Day (2006), that 58% of students
living with SCD were retained or required special academic services as a result of
cerebral complications (p. 333). Additionally, according to Day (2006) that children with
SCD miss an average of 30 days from school each year and at least 50% have been
retained at least once (p. 330). The study also revealed according to King et al (2006)
that only 70% of IEP’s for children with SCD are fully implemented (p. 33). Brown
indicated (2000) “Children who suffer from SCD are art significant risk for cognitive
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impairment” (p. 503). The study revealed that once children are back at school, they
encounter another barrier in making sure they are fully equipped to make up for what
they missed.
Discussions
The findings of the overarching research question of what are parents’ perceptions
of 504 Plans/Individual Education Plans of children who have SCD? What are parents’
perceptions of family engagement at their child’s school? Moreover, what are parents’
perceptions of district, state and federal policies/laws of children who have SCD? As the
literature has established, SCD is recognized as the first molecular disease studied in the
United States. Since its founding in 1910 individuals living with sickle cell, have been
unvalued, and research underfunded to find a universal cure. Additionally, the literature
revealed that parent involvement has positive benefits for students, teachers, as well as
the community. However, engaged and informed parents assist in the improved academic
performance, attendance and decrease negative behavior. Additionally, the literature
further substantiated that parent advocacy is a vital role of parents in their child’s
education. The researcher used the individual personal responses to semi-structure
questions to answer the research questions. From the parents’ perspectives—as
represented in their personal responses—five themes (Appendix – Table 5) emerged from
the data. These themes were:
1.

Parents valued education and believed it is important for all children.

2.

It is important that children be allowed to have time to make up schoolwork
and test if they have been absent from school because of sickness.
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3.

It is important that children be provided accommodations such as extra water
break and bathroom breaks.

4.

Some children were considered to start out slower academically and have
been diagnosed with ADD/ADHD/memory loss and other cognitive issues.

5.

The need for schools to provide a more supportive system for children who
suffer from sickle cell disease.
Implications

Conclusions drawn from this study’s data findings can be applied to family engagement,
students, schools, and policymakers. Implications emerged within the parents’ responses
to the semi-structured interview questions, which were designed to capture the parents’
perceptions of 504 Plans/ IEPs.
Implications for Parents/Guardian
1.

The study revealed the importance of parents to serve as advocates for their
children. Despite not getting the results that some desired, parents still
advocated speaking on behalf of their child.

2.

The study revealed the importance of communication with the school
administrator and teachers were key in enhancing their child’s education
experience. Some parents revealed the cooperation of the teacher wanting to
learn more about their child’s condition. Other parents revealed the lack of
desire by teachers to want to know more about SCD. Additionally, it was
important for teachers and administrators to under federal, state and local
policies regarding full implementation of their child’s 504 Plan/ IEP.

101

3.

The study all revealed the importance for parents to stay in tuned with their
child’s health needs. Parents revealed the importance of their child’s
relationship and time to assist their child with their homework.

4.

The study revealed the importance of parents to coordinate efforts with the
Hospital and/or community resources in helping to advocate for their child
and provide supplemental academic and social assistance.

5.

The study revealed the importance of parents in assisting in the transition of
their child’s from pediatric care to adult care. Parents revealed how they
encouraged their child to participate in the 504/ IEP meeting and the
importance of them learning how to be interdependent so they can eventually
advocate for themselves.

Implications for Students
1.

The study revealed the importance of student being informed about their
504Plan/IEP.

2.

The study revealed the importance of students advocating for themselves.

3.

Parents noted the importance of finding support to assist in helping their
children make up schoolwork and homework while missing school.

4.

The study revealed the importance of finding alternative school activities, so
children can feel inclusive despite their conditions.

Implications for Schools Administrators and Teachers
1.

The study revealed the importance of schools to provide a family friendly
atmosphere for all students and parents.
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2.

The study revealed the importance of having two-way communications between
the school and the home.

3.

The study revealed the importance of school to create opportunities for all
parents to support their children in school activities. Additionally, these activities
should be flexible to accommodate working parents.

4.

The study revealed that some parents did not work, but did not have adequate
transportation to visit the school or have a computer/technology to visit the
school website, to acquire grades and/or make appointments with the teacher;
therefore, it is vital to find alternative methods of communicating and
outreaching to parents.

Implications for Policymakers
1.

The study revealed there needs to be full implementation, compliance and
monitoring of policies regarding parent involvement and IDEA. Some parents
indicated that their child’s 504 Plan was not being implemented.

2.

Parents noted they were not engaged in dialogue regarding the child’s 504/IEP,
yet it is reviewed and implemented every year for the school compliance records.
It is important that parents are invited to the table to be informed about their
child’s academics.

Implications for Further Research
1.

Research should be conducted to understand the long-term social, emotional and
academic implications associated with having a 504/IEP.

2.

Research should be conducted comparing parent perception of 504/IEP in rural
areas to urban schools.
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3.

Research needs to be conducted concerning parent perceptions of 504/IEP of
children who does not have a Star Coordinator or similar advocate.

4.

This study was limited to Shelby County, Tennessee and research need to be
expanded to the entire state and nationally for a broader perspective.

5.

Research should be conducted on the Psych socioeconomic impact on
parents/caregivers of children living with SCD.
Recommendations
The literature examined during this study revealed that historically parent

involvement has been seen as the foundation for educational success for all children,
regardless of race, religion and gender. The study revealed through the literature and
parent comments that providing educational opportunities for children provided a better
chance for academic success and better social conditions for them as an adult. The
literature revealed that the goal of parent involvement is to create a partnership between
home, school, and community to improve academic success.
According to the literature, King (2006), implemented a successful plan to assist
children with SCD to improve their academic performance. He developed an initiative
called Stay in School Program to increase the educational resources and establish
collaborations to provide academic support for children living with SCD. King (2006)
reported, “The Stay in School Program was instituted as a pilot intervention to determine
if families would accept more support to maximize the students’ academic experience”
(p. 33). The program included a multidisciplinary team that consisted of the hematologist,
social worker, nurse practitioner, neuropsychologist, neurologist, and neuroradiologist.
The success of this program depended on the team; however, the social worker was
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charged with conducting an education inventory on every patient visit to the doctor. The
inventory consisted of following up on the child’s implementation of their IEP, current
classes, recent grades and a copy of the child’s report card. Additionally, the social
worker arranged for a homebound teacher for those students that missed a large number
of days because of SCD. The research has revealed that parents with multiple support
systems can make a difference in the life of a child who lives with SCD. Educators and
parents may not have the power to decrease the number of days children miss from
school, but in working together, the research reveals that the children can be kept abreast
of their schoolwork and be provided opportunities to continue their education on a
consistent basis despite living with SCD. Additionally, the development of a toolkit needs
to be available to educators to provide a better understanding of SCD as well as there
needs to be a toolkit or packet available to parents to provide them with detailed
instructions on how to communicate with the school districts and educators about
establishing a 504/IEP for their child. This toolkit would be very useful for parents who
not have a support system such as a Star Coordinator/Advocate in their community.
Additionally, the literature revealed that school nurses could serve as a bridge to parents,
educators and healthcare professionals to meet the needs of students living with SCD to
improve academic performance. Hijmans (2011) indicated their needs to be a cognitive
rehabilitation program for children living with SCD so they can become full participants
in society. However, the only way this initiative could be successful is for all school
districts to accept this protocol and implementation must be consistent and ongoing.
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Appendix A
Letters to Parents

Dear Parent/Guardian:

My name is Trevor Thompson and I am conducting a research for my dissertation at the
University of Memphis. The purpose of this study is to understand Parent’s Perception of
schools implementing 504 Plan/IEP for children living with Sickle Cell Disease. As an
educator, and a person living with Sickle Cell Disease, I know there is a lack of research
and academic impact of children living with Sickle Cell. This study will provide key
information about fully implementing accommodations in assisting parent/guardian
children with sickle cell and helping their children reach academic success. This study
results may also provide strategies to increase parent involvement with parent/guardian
children living with the debilitating disease of sickle cell.
Trevor Thompson is the primary investigator for this research and your name will be kept
confidential. If you have any questions, please don’t hesitate to contact me at 901-3786077 or my faculty advisor Dr. Larry McNeal at 901-678-2797 or email him at
rlgreen@memphis.edu.
Thank you in advance for assisting me in this project.
Sincerely,

Trevor K. Thompson, Founder/CEO
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Appendix B
Approval Letter

July 3, 2014

Dear Dr. McNeal:
We are excited to support the research that Mr. Trevor Thompson is conducting to
help improve the lives of individuals living with Sickle Cell.
This research will bring much needed ongoing awareness for those individuals
living with the debilitating disease of Sickle Cell.
Mr. Thompson will be provided a pre-approved list of clients that are interested
and have agreed in writing to participate in research studies.
Mr. Thompson has agreed to maintain the highest level of confidentiality
protecting the identities of all active participants. Furthermore, Mr. Thompson
has agreed to interview each participant individually to further protect identities.
We look forward to further collaboration with Mr. Thompson to improve the
quality of life of families affected by the Sickle Cell Disease.
If you have any questions or concerns, please don’t hesitate contacting me
directly at (404) 388-6373.
Best Regards,

Phil Brown
SCFT Board Chair
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Appendix C
IRB Approval

The University of Memphis Institutional Review Board, FWA00006815, has reviewed
and approved your submission in accordance with all applicable statuses and regulations
as well as ethical principles.
PI NAME: Trevor Thompson CO-PI: PROJECT TITLE: A Study of Parent
Involvement Regarding Children Living with Sickle Cell Disease and their Parents
Perceptions of their Children’s 504 Plan/ Individual Education Plan FACULTY
ADVISOR NAME (if applicable): Larry McNeal
IRB ID: #3354 APPROVAL DATE: 9/04/2015 EXPIRATION DATE: 9/04/2016
LEVEL OF REVIEW: Expedited
Please Note: Modifications do not extend the expiration of the original approval
Approval of this project is given with the following obligations:
1. If this IRB approval has an expiration date, an approved renewal must be in
effect to continue the project prior to that date. If approval is not obtained, the
human consent form(s) and recruiting material(s) are no longer valid and any
research activities involving human subjects must stop.
2. When the project is finished or terminated, a completion form must be completed
and sent to the board.
3. No change may be made in the approved protocol without prior board approval,
whether the approved protocol was reviewed at the Exempt, Expedited or Full
Board level.
4. Exempt approval are considered to have no expiration date and no further review
is necessary unless the protocol needs modification.
Approval of this project is given with the following special obligations:
Thank you,
Pamela M. Valentine
Interim Institutional Review Board Chair
The University of Memphis.
Note: Review outcomes will be communicated to the email address on file. This email
should be considered an official communication from the UM IRB. Consent Forms are
no longer being stamped as well. Please contact the IRB at IRB@memphis.edu if a
letter on IRB letterhead is required.
116

Appendix D
Semi-Structured Interview Questions
1. Describe your belief on the purpose of education?
2. Can you describe the first time you experienced a positive and negative
occurrence concerning child at school in relationship to sickle cell disease?
3. Tell me about your child’s past and present academic performance at school?
4. Describe any special services or accommodations that your child receives at
school?
5. Has your child ever been retained? If so why, and could this have been avoided?
6. Describe the impact on your child being absent from school because of Sickle
Cell Disease?
7. How often is your IEP/504 Plan reviewed, revised?
8. Describe the support you receive from the school when your child is hospitalized
for Sickle Cell Disease?
9. Describe your child’s experience in participating in school activities?
10. Describe your relationship with teachers/administration regarding your child’s
academic performance at school?
11. Describe your level of involvement at your child’s school? Are there any barriers
that prevent you from being fully engaged at the school? If so, what are they?
12. Describe the impact of your child’s IEP/504 Plan?
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Appendix E
Consent to Participate in a Research Study
A Study of Parent Involvement Regarding Children Living with Sickle Cell Disease
and their Parents Perceptions of their Children’s 504 Plan/ Individual Education
Plan
WHY ARE YOU BEING INVITED TO TAKE PART IN THIS RESEARCH?
You are being invited to take part in a research study about A Study of Parent
Involvement Regarding Children Living with Sickle Cell Disease and their Parents
Perceptions of their Children’s 504 Plan/ Individual Education Plan. You are being
invited to take part in this research study because your child has sickle cell disease. If you
volunteer to take part in this study, you will be one of about 9 people to do so.
WHO IS DOING THE STUDY?
The person in charge of this study is Trevor Thompson (Lead Investigator, LI) of
University of Memphis Department of Leadership. He is being guided in this research by
Dr. Larry McNeal. There may be other people on the research team assisting at different
times during the study.
WHAT IS THE PURPOSE OF THIS STUDY?
By doing this study, we hope to learn the education gap of children living with sickle cell
disease and parent’s efforts to get schools to fully implement accommodation plans for
children living sickle cell in order to reach academic success. This study may develop
strategies and policies to increase parent involvement of children living with the
debilitating disease of sickle cell.
ARE THERE REASONS WHY YOU SHOULD NOT TAKE PART IN THIS
STUDY?
You should not participate in this study if your child does not have sickle cell disease.
Additionally, your child must attend public school in Shelby County.
WHERE IS THE STUDY GOING TO TAKE PLACE AND HOW LONG WILL IT
LAST?
The research procedures will be conducted at the Sickle Cell Foundation of Tennessee
located at 680 Oakleaf St, suite 101, Memphis, TN 38117. The study will only require a
one -time visit for about 90 minutes.
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Appendix E (continued)
WHAT WILL YOU BE ASKED TO DO?
Each participant will be asked to answers research questions concerning their child’s
IEP/504 plan. The discussion will take no more than 90 minutes. The session will be
recorded for accuracy.
.
WHAT ARE THE POSSIBLE RISKS AND DISCOMFORTS?
To the best of our knowledge, the things you will be doing have no more risk of harm
than you would experience in everyday life.
WILL YOU BENEFIT FROM TAKING PART IN THIS STUDY?
There is no guarantee that you will get any benefit from taking part in this study. Your
willingness to take part, however, may, in the future, help society as a whole better
understand this research topic.
DO YOU HAVE TO TAKE PART IN THE STUDY?
If you decide to take part in the study, it should be because you really want to volunteer.
You will not lose any benefits or rights you would normally have if you choose not to
volunteer. You can stop at any time during the study and still keep the benefits and rights
you had before volunteering. If you decide not to take part in this study, your decision
will have no effect on the quality of care, services, etc., you receive.
IF YOU DON’T WANT TO TAKE PART IN THE STUDY, ARE THERE OTHER
CHOICES?
If you do not want to be in the study, there are no other choices except not to take part in
the study.
WHAT WILL IT COST YOU TO PARTICIPATE?
You may have to pay for the cost of getting to the study site.
WILL YOU RECEIVE ANY REWARDS FOR TAKING PART IN THIS STUDY?
You will receive $20.00 for taking part in this study to compensate you for getting to the
study.
WHO WILL SEE THE INFORMATION THAT YOU GIVE?
This study is anonymous. That means that no one, not even members of the research
team, will know that the information you give came from you.
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Appendix E (continued)

CAN YOUR TAKING PART IN THE STUDY END EARLY?
If you decide to take part in the study you still have the right to decide at any time that
you no longer want to continue. You will not be treated differently if you decide to stop
taking part in the study.
ARE YOU PARTICIPATING OR CAN YOU PARTICIPATE IN ANOTHER
RESEARCH STUDY AT THE SAME TIME AS PARTICIPATING IN THIS
ONE?

You may take part in this study if you are currently involved in another research study. It
is important to let the investigator/your doctor know if you are in another research study.
You should also discuss with the investigator before you agree to participate in another
research study while you are enrolled in this study.
WHAT IF YOU HAVE QUESTIONS, SUGGESTIONS, CONCERNS, OR
COMPLAINTS?
Before you decide whether to accept this invitation to take part in the study, please ask
any questions that might come to mind now. Later, if you have questions, suggestions,
concerns, or complaints about the study, you can contact the investigator, Trevor
Thompson at 901-378-6077. If you have any questions about your rights as a volunteer
in this research, contact the Institutional Review Board staff at the University of
Memphis at 901-678-2705. We will give you a signed copy of this consent form to take
with you.
_________________________________________
Signature of person agreeing to take part in the study

____________
Date

_________________________________________
Printed name of person agreeing to take part in the study
_________________________________________
Name of [authorized] person obtaining informed consent
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Appendix F

THE KEYS TO SUCCESSFUL
SCHOOL, FAMILY AND COMMUNITY PARTNERSHIPS
EPSTEIN'S SIX TYPES OF INVOLVEMENT

PARENTING: Assist families with parenting and childrearing skills,
understanding child and adolescent development, and setting home
conditions that support children as students at each age and grade level.
Assist schools in understanding families.

COMMUNICATING: Communicate with families about school programs
and student progress through effective school-to-home and home-toschool communications.

VOLUNTEERING: Improve recruitment training, work, and schedules to
involve families as volunteers and audiences at the school or in other
locations to support students and school programs.

LEARNING AT HOME: Involve families with their children in learning
activities at home, including homework and other curriculum-related
activities and decisions.

DECISION MAKING: Include families as participants in school
decisions, governance, and advocacy through PTAIPTO, school
councils, committees, action teams, and other parent organizations.
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Appendix G
Subjectivity Statement
Sickle Cell Disease is an inherited disorder that affects red blood cells. The red
blood cells become hard and pointed instead of soft and round, therefore blocking blood
(oxygen) flow, causing pain episodes and in some cases, damage to most organs
including the spleen, kidney, lung, and liver. The disease has also been identified as the
cause of strokes for some individuals. Imagine a car accident on a four-lane highway and
cars are unable flow in any direction. The car represents red blood cells, however, the
SUV’s (cars) represent sickled blood cells that caused the accident.
This researcher found out that he had Sickle Cell Disease while in basic training
at Fort Jackson in Columbia, South Carolina. Growing up as a child in Tuskegee,
Alabama I was told that I had Sickle Cell Trait. Every time I got sick, I was told that I
was faking or that it was growing pains. I vividly remember teachers not believing that I
was in pain and thought I was trying to get out of doing my schoolwork. I remember how
stress and weather seasonal changes would cause me to go into what is known as a Sickle
Cell Crisis. During that time period, research was inadequate about diagnosing the
various types of SC Disease in a small town. It was thought that both you had SS Disease
or the Sickle Cell Trait and living with the trait was thought to not cause any “issues”.
However, today we know that some individuals with Sickle Cell Trait have complications
and some have even died.
The only treatment that I received as a child was a remedy or elixir that was
created by my grandmother. She would combine sulfur, turpentine, and Vicks Vapor
Rub. She would rub my body and place warm towels on the part of my body that was
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Appendix G (continued)
hurting. Receiving the news in the military hospital that I had Sickle Cell Disease,
ironically, was the best news I ever heard, concerning my disease. The diagnosis
provided me with vindication that I was not paranoid or lying about my pain as a child. I
graduated from basic training; however, the ongoing physical training caused me to enter
the hospital on various occasions. I eventually, was given an
Honorable Discharge from the Army National Guard. However, I promised that I would
get engaged in the fight for Sickle Cell. I did not want to see other children belittled or
suffer with this disease. My research revealed that there are an estimated 2.5 million
people in America with sickle cell trait and an estimated 100,000 people living with
Sickle Cell Disease.
In 1995, I started volunteering with the Regional Medical Center Diggs Kraus
Sickle Cell Disease Clinic. I served as chairman for 15 years and raised approximately
$500,000 during my tenure. I recognized that there was not much interest in raising
awareness for Sickle Cell disease that affected predominately African American.
Additionally, I recognized that there was a stigma placed on individuals living with
Sickle Cell that we were drug seekers. In 2004, I realized that the City of Memphis
needed a community-based organization to advocate for individuals with Sickle Cell who
could advocate for themselves. In 2008, I found the Diggs Kraus Sickle Cell Social
Services Foundation and because of the rapid growth of needs across the state. We
changed the name to the Sickle Cell Foundation of Tennessee (SCFT).
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Appendix G (continued)
There is estimated that there is 5000 people living with SCD in the state of
Tennessee and the Mid-South (North Mississippi and West Memphis Arkansas). Very
few Sickle Cell consumers are thoroughly educated about the disease, which lends to the
inability to recognize that this disease is not an early death sentence. Through medical
research, some Sickle Cell consumers are living longer with the disease, but the majority
is unaware of research outcomes and/or fear innovative medical treatments. Additionally,
other consumers live in shame of the disease and in some countries it is viewed as a
curse. I have worked hard to establish an organization that educates the public and Sickle
Cell consumers concerning the truth about origin of the disease. The foundation promotes
a concept of “live a life worth living”, therefore provides consumers with the resources,
materials, and tools to foster interdependence, which ultimately increases education and
their quality of life.
I have worked to establish partnerships with health care facilities and
professionals to educate them that all Sickle Cell Consumers are not drug seekers. I
desire for healthcare professionals to be more sensitive and educated about Sickle Cell
Disease, therefore, we provide the latest research on our website. I also desire for more
individuals to become more educated about Sickle Cell Disease and to know their Sickle
Cell Trait status.
As the SCFT makes great strides, we still have a lot of work to educate the
community on Sickle Cell Disease. Consumers are still stigmatized as drug seekers and
staying more than 6 hours in emergency room to seek care. Additionally, I know of some
teens that are being teased by peers for the lack of understanding of the disease because
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Appendix G (continued)
they think it is contagious. I know it is my mission to provide Hope, Education and
Services to those suffering from sickle cell.
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Table 1
Child Grade Level
Parents

Child Grade Level

Parent 1

High School

Parent 2

Elementary School

Parent 3

Middle School

Parent 4

Middle School

Parent 5

High School

Parent 6

Middle School

Parent 7

High School

Parent 8

Elementary School

Parent 9

Elementary School
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Table 2
Interview Questions
1. Describe your belief on the purpose of education?
2. Can you describe the first time you experienced a positive and negative occurrence
concerning child at school in relationship to SCD?
3. Tell me about your child’s past and present an academic performance at school?
4. Describe any special services or accommodations that your child receives at school?
5. Has your child ever been retained? If so why, and could this have been avoided?
6. Describe the impact on your child being absent from school because of SCD?
7. How often is your IEP/504 Plan reviewed, revised?
8. Describe the support you receive from the school when your child is hospitalized for
SCD?
9. Describe your child’s experience in participating in school activities?
10. Describe your relationship with teachers/administration regarding your child’s
academic performance at school?
11. Describe your level of involvement at your child’s school? Are there any barriers that
prevent you from being fully engaged at the school? If so, what are they?
12. Describe the impact of your child’s IEP/504 Plan?
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Table 3
Field Notes
Parents
Parent 1

Field Notes
Mother was on time. We discussed the purpose of
the study and she was given time to read and sign
the consent form and that at any time she could stop
the interview. Mother was very passionate about
child being interdependent and being an advocate
for him. Very proud of her son and happy he has
overcome starting out slow academically. Very
calm during meeting and was excited to share.
Mother was not initially familiar with 504 plans and
counselors seem not to have time and was
welcoming to explain 504. A teacher was able to
assist in establishing 504 protocol.
Her child’s 504 plan revealed that her child is
allowed to carry a water bottle, use a elevator, take
additional books home, have peer tutoring and have
instruction read out loud for class assignments.

Parent 2

Parent revealed she was not knowledgeable of
IDEA or federal and state policies.
Mother arrived on time. We discussed the purpose
of the study and she was given time to read and sign
the consent form. See bean advocate for her child
appears to be knowledgeable on IDEA and school
policies on disabilities. School can be supportive,
but she rather validate than trust.
Her child’s 504 plan allows him to keep water or
juice at his desk at all times. Allows him to go to
the restroom, have extended time on test, work in
small groups, she working on the process to update
the plan so he can test by himself.
Childs psychological report revealed he has ADHD.
Very knowledgeable of SCD and cognitive issues
surrounding SCD.
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Parents
Parent 3

Field Notes
Mom lives in a modest home in North Memphis.
Upon arriving, her son was outside. The mother and
I talked at the kitchen table and her son was eager to
find out about the study. I did inform him that he
would not be in the room during the recording of
the discussion. Agreed to allow me to record the
meeting. I asked the mother to read the consent
form and to sign and that at any time she could stop
the interview. Mother seemed very frustrated on
how her child has been treated in the school. I had
to get her focused back on the study. Mother gave
lengthy answers on each question. Very passionate
that her son is being mistreated.
Mother had documentation from previous schools
504plan and psychological report. Mother is
currently working a new 504 plan/IEP at the new
school. Old 504 plan/IEP allowed him to make up
work, keep water and go to the rest room when
needed.
Psychological report revealed that he has been
diagnosed with ADHD and cognitive issues due to
SCD.
Mother has letters from school indicating her child
behavior.
Her child is currently suspended from school.
Seem somewhat knowledgeable of IDEA and
school policies centered on disabilities.
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Parents
Parent 4

Field Notes
Mother arrived on time. I asked the mother to read
the consent form and to sign and that at any time
she could stop the interview. She is excited that we
are interviewing her and that parents’ voices are
going to be heard. She appears to be a strong
advocate for her child. Very upset about how her
child has been treated. Mother indicates that school,
has not done a good job of explaining her 504 plan
inside of her child’s IEP. Mother does not want
child on medication.
Mother did not know about the 504/IEP opportunity
until the child was in the fourth grade.
The 504Plan/IEP revealed that the child is allowed
to drink water in class with her water bottle, she is
allowed extra study time, sit in the front of class,
use other student notes.
Child psychology report reveals that the child has
some cognitive issues due to SCD and ADD.
No knowledge of IDEA or federal and state
policies.
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Parents
Parent 5

Field Notes
Met at mother’s job. Very nice office! I asked the
mother to read the consent form and to sign and that
at any time she could stop the interview. She is
very articulate and seems very knowledgeable about
SCD. She is proud of her child and is excited that
she did not listen to administrator at first concerning
her child’s cognitive issues. Very engaging
conversation. Her child is a living testimony of
what hard work can do.
Child’s 504 plan reveals that she can have extra
water breaks, go to the restroom. The IEP allows for
extra time on the test.
Past Psychology tested revealed the child has some
cognitive issues due to SCD.
Mother was embarrassed that she has not kept up
with IDEA or federal and state policies.

Parent 6

Mother seems to be very tired. She just informed
me she just got a tattoo last night. I ask the mother
to read the consent form and to sign it and that at
any time she could stop the interview. She arrived
on time after rescheduling the time. She is very
passionate about her child education. Mother had
some negative experience with a teacher in past, not
allowing her child go to the restroom.
Child’s 504 Plan revealed that her child can get up
and go to the restroom, get water when needed and
have a snack in the class.
Psychological report revealed that child has some
cognitive issues due to SCD.
Very familiar with IDEA.
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Parents
Parent 7

Parent 8

Field Notes
Mother arrived on time to the SCFT office. I ask
the mother to read the consent form and to sign it
and that at any time she could stop the interview.
She is very proud of her child. Her child is very
unique in that he does not have any cognitive issues.
He reminds me of myself. She is the first parent to
mention her disappointed in the St, Jude Star
Coordinator. Very impressive conversation and very
engaging. No knowledge of IDEA or federal and
state policies.
Mother seems angry. Met at her home. We
discussed the purpose of the study and she was
given time to read and sign the consent form and
that at any time she could stop the interview. She
did not have any furniture and has a toddler as well.
We are doing the interview at a child’s play table.
This mother is among the working poor. Seems
very angry with the school and the system. Appears
to not have any support. Star coordinator not
allowed to come to school. Reveals she gets no
support from school.
Her answers were short and to the point. I feel as if
I am invading her space and taking up her time.
She is warming up.
Mother revealed that 504 allows for water breaks,
restroom breaks. Does not know if child has an IEP.
Symptoms mention by mother appears that child is
having some cognitive issues do to SCD.
No knowledge of IDEA or federal and state
policies.
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Parents

Field Notes
Pouring down raining! I am meeting this mom at
her residence. We discussed the purpose of the
study and she was given time to read and sign the
consent form and that at any time she could stop the
interview. She does not have any chairs, so I bring
my own. I actually brought a table as well. She is
very proud of her daughter. She has not had any
need for 504 Plan, but sees issues with her having
some difficulty in 1st grade. She speaks highly of St.
Jude. Her environment appears to be a dangerous.
She mentioned the safety of coming through the
front door being an issue. She seems to be in high
spirits even though she is unemployed at the present
time and her car is not working.

Parent 9

No knowledge of IDEA or federal and state
policies.

Table 4
Listing of Documents Reviewed
Listing of Documents Reviewed
504 Plans
Individual Education Plans
Psychological Reports
Report Cards
Correspondence from School
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Table 5
Responses to Interview Questions
Parents
Parent 1

Interview Question 1
Describe your belief on the purpose of
education?

Parent 2

Describe your belief on the purpose of
education?

Parent 3

Describe your belief on the purpose of
education?

Parent 4

Describe your belief on the purpose of
education?

Parent 5

Describe your belief on the purpose of
education?

Parent 6

Describe your belief on the purpose of
education?

Parent 7

Describe your belief on the purpose of
education?

Parent 8

Describe your belief on the purpose of
education?
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Response Direct Quote
The purpose of education
was to increase further
learning to be taught writing
and reading matters.
The purpose of education is
to learn and better society
with knowledge you have
taken in.
The purpose of education is
to make a person more
productive in society and a
have positive influence on
the person and society’s
education.
It is extremely important to
have an education. It is
important in having a skill,
everyone is different. I want
to make sure my daughter is
strong enough to make
decisions for her benefit.
Education is the root of all
success
The purpose of education is
to build a future and a better
life that will lead to a
career.
You must have it too
succeed and knowledge is
the way
I want my child to be
educated and have a good
job

Parents
Parent 9

Parents
Parent 1

Parent 2

Parent 3

Interview Question 1
Describe your belief on the purpose of
education?

Interview Question 2
Can you describe the first time you
experienced a positive and negative
occurrence concerning child at school in
relationship to SCD?

Response Direct Quote
Education is a tool for
advancement for my child
and an opportunity to enjoy
and increase her knowledge.

Response Direct Quote
In 3rd grade, his teacher
noticed he could not follow
multi step tasks. I called to
ask to speak to the school
counselor, and the
counselor was not
welcoming and busy and
did not have time. I was
eventually allowed spoke to
teacher regarding her
disease. I learned protocols
about the teacher
establishing 504 meetings
Teachers are not familiar
Can you describe the first time you
with SCD and don’t
experienced a positive and negative
occurrence concerning child at school in recognize it is a disability.
A teacher informed me that
relationship to SCD?
she could not give him
many task at once. I cannot
think of anything positive to
say about the school.
I had a great experience
Can you describe the first time you
when he was younger and
experienced a positive and negative
occurrence concerning child at school in the school providing getwell cards, as he has gotten
relationship to SCD?
older, my experiences with
the schools have changed
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Parents
Parent 4

Interview Question 2
Can you describe the first time you
experienced a positive and negative
occurrence concerning child at school in
relationship to SCD?

Parent 5

Can you describe the first time you
experienced a positive and negative
occurrence concerning child at school in
relationship to SCD?

Parent 6

Parent 7

Response Direct Quote
My child’s 504 Plan allows
her the opportunity to be
given more water breaks.

My child was considered at
a young age to be behind in
reference to her peers. I sent
her to the psychologist to be
tested and SCD contributed
to her being behind. The
school's Learning Specialist
has been a tremendous
support to my child and it’s
great to work with someone
who sees my vision for my
child.
I am proud my child made it
Can you describe the first time you
to school two months
experienced a positive and negative
occurrence concerning child at school in straight without missing
school. She made
relationship to SCD?
citizenship and the guidance
counselor is understandable
about her sickness, and she
is allowed to get water
when needed.
School staff is concerned if
Can you describe the first time you
he has been in hospital. The
experienced a positive and negative
occurrence concerning child at school in school has a parent
organization that supports
relationship to SCD?
the family when he is sick,
and his teacher takes time to
visit her child when he is in
the hospital.
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Parents
Parent 8

Interview Question 2
Can you describe the first time you
experienced a positive and negative
occurrence concerning child at school in
relationship to SCD?

Response Direct Quote
The school is sending me to
truancy even though I
provide letters for my child
being sick. I don’t have any
positive feedback
concerning my child’s
school. My child is sick
often and her grades go
down, however, my child is
smart, but the school
informs me that my child is
behind. The teachers are not
supportive.

Parent 9

Can you describe the first time you
experienced a positive and negative
occurrence concerning child at school in
relationship to SCD?

I have never experienced
anything negative at my
child’s school. My child’s
teachers are mindful and
helpful concerning her
condition.

Parents
Parent 1

Interview Question 3
Tell me about your child’s past and
present academic performance at
school?

Response Direct Quote
He had a slow beginning
and did not go to Pre-K or
Head Start and he started
behind. He spent a lot of
time outside of school
trying to catch up. The Star
Coordinator Teacher at St.
Jude helped children with
learning disabilities, and he
spent summers getting help.
The Star Coordinator
teacher in reading provided
most of his assistance, and
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each year he improved. I
am proud now that he is
now on honor roll, and is a
member of the Beta
National Honor Society.
Response Direct Quote

Parents

Interview Question 3

Parent 2

Tell me about your child’s past and
present academic performance at
school?

Parent 3

Tell me about your child’s past and
present academic performance at
school?

Parent 4

Tell me about your child’s past and
present academic performance at
school?
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He was okay, when he first
started school. However,
physically overtime his
academics declined due to
his frequent crises. He has
sleep apnea and got surgery
to stop it. He has been
diagnosed with ADD. He is
timid and fell behind in
reading. He has missed a lot
of school because he has
been sick with SCD. 5th
grade is a challenge, he a
little bit behind. He has a
problem decoding. My
major concern is that he is
at an elementary school that
has a high standard
compared to other schools
and he will not be able to
keep up.
My child had a very good
academic performance his
first year. Teachers were
encouraging, however, and
then they started being
badgering; the second year
some teachers begin hurting
him academically.
She is average and has been
below average, especially in
English and Physical
Education (PE). Math was
up and down. She is now in

Pre-Algebra and is doing
better in special needs
section of math, however,
doing worse in English in
the special needs. She got a
bad grade because I did not
sign off her on study log,
but I didn’t know if she
studied, so I won’t lie.
Parents
Parent 5

Interview Question 3
Tell me about your child’s past and
present academic performance at
school?

Parent 6

Tell me about your child’s past and
present academic performance at
school?
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Response Direct Quote
She had a slow start with
school because of being
sick. My approach to school
was different with this child
than my other child. My
daughter did not read at a
young age, 2nd grade could
not read very well, barely at
all. However, she worked
real hard with the schools
Learning Specialist and St.
Jude supplemental summer
reading programs. She
started reading and never
looked back. She is now in
honor classes and the honor
society, and has excelled
academically. Thank God
Miracles are still happening.
I am glad I did not follow
the recommendation of the
administrative report that
the school course work was
too rigorous for her.
She was failing because she
was out of 2-3 weeks at a
time and falling behind and
could not catch up. She is
presently doing well

Parents
Parent 7

Interview Question 3
Tell me about your child’s past and
present academic performance at
school?

Parent 8

Tell me about your child’s past and
present academic performance at
school?

Parent 9

Tell me about your child’s past and
present academic performance at
school?

140

academically. She has
pulled up her grades. They
are not on honor roll, but
doing well.
Response Direct Quote
My child always has been a
student that excelled and is
very competitive. He is
unable to be a part of sports
but he in the band. He tried
theatre in 9th grade, and now
he’s taking on leading rolls
and he is the student council
president for the school.
She did well academically
in her previous school when
we lived in Raleigh;
however, since she has been
attending this school, things
are different, especially
since the school had a new
principal this school year.
Now everything is done by
the book. She is smart, but
she is now making c’s and
d’s on her report card.
It has been rough for her
transitioning from
kindergarten to first grade,
especially in math and her
reading and her grades
slipped some as well. I
never noticed any cognitive
issues while in she was in
Pre-K.

Parents
Parent 1

Interview Question 4
Describe any special services or
accommodations that your child
receives at school?

Parent 2

Describe any special services or
accommodations that your child
receives at school?

Parent 3

Describe any special services or
accommodations that your child
receives at school?

Parent 4

Describe any special services or
accommodations that your child
receives at school?

Parent 5

Describe any special services or
accommodations that your child
receives at school?
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Response Direct Quote
My child is able to carry a
water bottle, use the
elevator, have additional
books at home, receive peer
tutoring, and instructions
for assignment are read out
loud.
My child is allowed to keep
his water and juice at his
desk at all times. He is
allowed to go to rest room,
and have extra time on test,
and works in small groups. I
am working on a process to
get him tested.
He has the ability to make
up work while being
hospitalized or sick,
however, he does not get
modified assignments but
given extra time to
complete assignments
I was able to have a 504
Plan incorporated within her
IEP. The school has not
done a good job of
explaining 504/IEP. She has
a hard time focusing. I have
not got assistance yet to
assist in her cognitive
disorder.
She meets with the schools
learning specialist once a
week and every teacher is
aware of her condition and
they are proactive in
providing accommodations
in allowing her to go to the

restroom and drink water
and eat.
Response Direct Quote
My child is allowed to get
up and go to the restroom,
water, snack in class when
they want to.
Whenever he is sick, he can
go to the nurse, and if he
has complications they call
me. I also give half a dose
of his medication to school
nurse.
My child’s 504 Plan allows
her to take water breaks and
restroom breaks; however, I
am not sure if she has an
IEP.
My child does not need any
special accommodations,
but I am prepared to meet
with her Star Coordinator to
make the necessary plans if
needed.

Parents
Parent 6

Interview Question 4
Describe any special services or
accommodations that your child
receives at school?

Parent 7

Describe any special services or
accommodations that your child
receives at school?

Parent 8

Describe any special services or
accommodations that your child
receives at school?

Parent 9

Describe any special services or
accommodations that your child
receives at school?

Parents
Parent 1

Interview Question 5
Has your child ever been retained? If so
why, and could this have been avoided?

Response Direct Quote
No

Parent 2

Has your child ever been retained? If so
why, and could this have been avoided?

No

Parent 3

Has your child ever been retained? If so
why, and could this have been avoided?

Yes, if I could have
received cooperation from
the school in modifying his
school assignments and
recognizing his 504 Plan, he
would not have failed. He
was already in slower math
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class, nothing could be
modified more, he was out
for a month, and school
indicated that they would
fail him if he did not retain
and they did.
Parents
Parent 4

Interview Question 5
Has your child ever been retained? If so
why, and could this have been avoided?

Response Direct Quote
No

Parent 5

Has your child ever been retained? If so
why, and could this have been avoided?

No

Parent 6

Has your child ever been retained? If so
why, and could this have been avoided?

No

Parent 7

Has your child ever been retained? If so
why, and could this have been avoided?

No

Parent 8

Has your child ever been retained? If so
why, and could this have been avoided?

No

Parent 9

Has your child ever been retained? If so
why, and could this have been avoided?

No

Parents
Parent 1

Interview Question 6
Describe the impact on your child being
absent from school because of SCD?

Parent 2

Describe the impact on your child being
absent from school because of SCD?

Response Direct Quote
He is being left behind
when he is out sick. He does
not like to miss school; he
misses the socialization.
He has been out for 2-3
days, and it put him behind.
Pain meds keep him off
focus psychologically it is a
strain. In 1st grade he
missed two weeks and he
dropped a reading level and
retaining memory.
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Parents
Parent 3

Interview Question 6
Describe the impact on your child being
absent from school because of SCD?

Parent 4

Describe the impact on your child being
absent from school because of SCD?

Parent 5

Describe the impact on your child being
absent from school because of SCD?

Parent 6

Describe the impact on your child being
absent from school because of SCD?

Parent 7

Describe the impact on your child being
absent from school because of SCD?

Parent 8

Describe the impact on your child being
absent from school because of SCD?
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Response Direct Quote
He becomes anxious and
has high anxiety from
missing school, therefore,
he doesn’t want to admit
when he is sick, and does
not want to feel like a
failure.
She falls behind in her
work. She is supposed to
have an inclusion teacher;
however, she does not know
her name.
Missing school in high
school is bigger deal now
because she has to make up
test. I don’t agree with the
administration’s handling
the absentee issue and I
have not had a great
experience with her being in
honors classes and having
to make up work if she is
out sick.
It bothers her emotionally,
and breaks her heart when
she can’t attend school
activities, especially field
trips.
It’s intense when he get
behind in his school work
because of sickle cell,
because of his class load,
getting behind in school
work because the work load
is intense, however, and
teachers are helpful and try
to help him up catch up.
I am frustrated when
teachers have issues with

my child being absent from
school. They don’t
understand my child’s
disease. The principal told
me that there was no need
to have the St. Jude Star
Coordinator to visit the
school.

Parents
Parent 1

Interview Question 7
How often is your IEP/504 Plan
reviewed, revised?

Response Direct Quote
Revised once a year

Parent 2

How often is your IEP/504 Plan
reviewed, revised?

Revised once a year

Parent 3

How often is your IEP/504 Plan
reviewed, revised?

Revised once a year

Parent 4

How often is your IEP/504 Plan
reviewed, revised?

Revised once a year

Parent 5

How often is your IEP/504 Plan
reviewed, revised?

Revised once a year

Parent 6

How often is your IEP/504 Plan
reviewed, revised?
How often is your IEP/504 Plan
reviewed, revised?

Revised once a year

Parent 7

Parent 8
Parents
Parent 9

How often is your IEP/504 Plan
reviewed, revised?
Interview Question 7
How often is your IEP/504 Plan
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The school does have an
IEP/504 Plan, it’s called
SSS for students who need
special
assistance/accommodations
similar to IEP, and
however, presently my child
does not have one.
Revised once a year
Response Direct Quote
My child does not have a

reviewed, revised?

504 Plan and I decided to
wait until she really needs
it, however, if things
change, I will contact the
Star Coordinator at St. Jude
to make sure it is
implemented.

Parents
Parent 1

Interview Question 8
Describe the support you receive from
the school when your child is
hospitalized for SCD?

Response Direct Quote
He was hospitalized in 2nd
Grade for many weeks and I
could not get homework.
Eventually, the school
slowly allowed him to make
up the course work...

Parent 2

Describe the support you receive from
the school when your child is
hospitalized for SCD?

Parent 3

Describe the support you receive from
the school when your child is
hospitalized for SCD?

Parent 4

Describe the support you receive from
the school when your child is
hospitalized for SCD?

Parents
Parent 5

Interview Question 8
Describe the support you receive from
the school when your child is
hospitalized for SCD?

The school tends be
understanding when my
child is sick, and they don’t
count it against him,
however, sometimes they
send work and sometime
they don’t.
His present school is very
supportive in sending all of
his missed assignments,
however, without any
modifications. However, his
previous school was not
supportive
The school did not send
assignments in a timely
manner, so she could not
get work done.
Response Direct Quote
The schools always reach
out. Our goal is to focus on
getting well, and school will
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send over work
Response Direct Quote
She can get lessons from
homework lesson line when
she is sick.

Parents
Parent 6

Interview Question 8
Describe the support you receive from
the school when your child is
hospitalized for SCD?

Parent 7

Describe the support you receive from
the school when your child is
hospitalized for SCD?

Parent 8

Describe the support you receive from
the school when your child is
hospitalized for SCD?

Parent 9

Describe the support you receive from
the school when your child is
hospitalized for SCD?

She never really had been
hospitalized, Thank God.
The last time she was taken
to the hospital in Pre-K, she
received a lot of love and
support from the school.

Parents
Parent 1

Interview Question 9
Describe your child’s experience in
participating in school activities?

Parent 2

Describe your child’s experience in
participating in school activities?

Response Direct Quote
Even with sickle cell he
plays baseball, however, he
wants to play football, and I
am not ready to let him
play. He likes student
council. Also he is in
drama, theatre, and he does
the production, camera,
lighting, and works behind
the scene for the school
play. He likes to get to
school time”.
He participates based on the
time of year and on weather
patterns too hot, too cold.
When it’s hot, he is not
trying to outside.
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People pray, call, and check
up on him and the parent
group even brings meals to
families that need
assistance.
I receive no support from
the school.

Parents
Parent 3

Interview Question 9
Describe your child’s experience in
participating in school activities?

Parent 4

Describe your child’s experience in
participating in school activities?

Parent 5

Describe your child’s experience in
participating in school activities?

Parent 6

Describe your child’s experience in
participating in school activities?

Parent 7

Describe your child’s experience in
participating in school activities?

Parent 8

Describe your child’s experience in
participating in school activities?

Parent 9

Describe your child’s experience in
participating in school activities?
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Response Direct Quote
He sings in the choir, and is
learning to play bass guitar.
He wants to play football,
but realizes he can’t, but
finds peace and contentment
in what he can do.
She had issues in physical
education with her knees
and she was in majorettes.
She had a hard time to
getting the routines and
when her grades declined I
took her out.
She wants to play Lacrosse
like their old sibling, but
she realizes the restrictions,
therefore, she has come up
with her own interest like
acting, singing, theatre. She
also wants to try out for
cheerleading.
She participates in fun day
and the carnival at school.
She wants to be a
cheerleader but is shy, but
she is also plays the flute.
He is very active with
school. He is part of the
tech team and is President
of Student Council.
NO

She is the top participator in
class.

Parents
Parent 1

Interview Question 10
Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

Parent 2

Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

Parent 3

Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

Parent 4

Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?
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Response Direct Quote
As she gets older, I don’t
have a close relationship
with teachers as she did
when he was in elementary.
When there was a problem,
the school will call me. I am
teaching him to advocate
for himself and teaching
him to talk directly to
teachers and administrators,
therefore, he is present at
his 504/IEP meetings.
I am very active in my
child’s education and I have
a great relationship with the
administrators and teachers.
I have been very involved in
school since they were in
day care. It is important to
know what your child is
learning and doing in
school. I have an education
background; therefore, I
know the benefits of
education.
My relationship is superb
with his new school, other
than getting his IEP/504
Plan.
I have no relationship my
child’s school and I don’t
know the names of teachers
because of the high
turnover. I have not
received her report card and
my daughter verbally told
me her grades”. Everything

is so impersonal at the
school.
Response Direct Quote
I have had some great
experiences and not so great
experiences at her school. I
had better experiences when
she was in lower grades.
Some people did not want
to know much about Sickle
cell. One major issue I have
been concerned about was
that the school was making
decision without consulting
me in regards to her taking
advanced math because of
her health.
Since she is in high school
now, she does not get a
chance to catch up once she
comes back to school from
being sick.
I have a great relationship
with my child’s teacher and
do not make trouble. The
only barrier is when she is
absent from time to time.

Parents
Parent 5

Interview Question 10
Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

Parent 6

Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

Parent 7

Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

If I have any concerns, I can
email the teacher, set up an
appointment, teachers are a
phone call away.

Parent 8

Describe your relationship with
teachers/administration regarding your
child’s academic performance at
school?

No Relationship.

Parent 9

Describe your relationship with

I have an open line of
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teachers/administration regarding your
child’s academic performance at
school?

communication with her
teacher. I do not have a
relationship with the
Principal and office staff,
they are rude. I have
considered removing her
from the school because of
the negative attitude of the
office staff and Principal,
but she likes the school and

Parents
Parent 1

Interview Question 11
Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?

Parent 2

Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?
Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?
Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?

Response Direct Quote
I attend school meetings
when I can. I recently went
to 504 meeting and this time
my son was there and was
able to provide input. There
are no barriers at the present
time in preventing me from
being engaged in the school.
I am active in the school
parent organization.

Parent 3

Parent 4
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Before my route changed at
work, I use to visit quite
regularly but now can’t
because of job.
I am extremely involved
because my daughter is
involved; however, there
are not a variety of activities
for parents to participate.
Going online is barrier,
trying to find out who is the
PTA coach for two years.

Parents

Interview Question 11

Response Direct Quote

Parent 5

Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?

Parent 6

Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?
Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?
Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?
Describe your level of involvement at
your child’s school? Are there any
barriers that prevent you from being
fully engaged at the school? If so, what
are they?

I am not as involved as I
used to be. When she was
younger, I was at the school
way too much, however,
now the school offers so
few opportunities to be
engaged because so many
parents are active. The
school has so much family
engagement, and room
mothers compete so much
that the school eventually
had to stop having room
mothers because it was
getting out of hand on the
competition
I participate 100%“. There
are no barriers in being
engaged at the school.

Parent 7

Parent 8

Parent 9
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I am chair of the Senior
committee and we provide
snacks for the seniors every
week.
I used to work at the school.
The new Principal has a
nasty attitude. My child is
not involved at the school.
I am not where I want to be,
I want to reward my child’s
class, but can’t now because
I lost my job and my
transportation is down.

Parents
Parent 1

Interview Question 12
Describe the impact of your child’s
IEP/504 Plan?

Parent 2

Describe the impact of your child’s
IEP/504 Plan?

Parent 3

Describe the impact of your child’s
IEP/504 Plan?

Parent 4

Describe the impact of your child’s
IEP/504 Plan?
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Response Direct Quote
We have a plan in place,
just in case something
happen, he uses it as a last
resort and not a crutch. He
only uses the elevator if he
needs it.
His plan helps him to get
the attention and education
of his level. He has all of
the accommodations he
needs, so he can be like
everyone else. The school
tries to make it possible that
he not singled out. He has to
do 50% of homework, but
he tries to do more. His end
of the year goal is to be at
100%. It’s good that
IEP/504 is available.
Schools will ignore
504/IEP, but you have to
stay on it. I want to
challenge other parents and
ask Are you as a parent
following through to make
sure parents are doing what
they are supposed to do.
Are you paying attention to
your child to your child to
see if your child needs a
504/IEP?
Once it puts in place, it
going to make his life so
much easier and accomplish
more, it’s going to be a door
opener, it’s going to protect
him”
The plan has made small
impact. Teachers need to
read her IEP and my
daughter should not have to
tell teachers verbally.

Parent 5

Describe the impact of your child’s
IEP/504 Plan?

Parents
Parent 6

Interview Question 12
Describe the impact of your child’s
IEP/504 Plan?

Parent 7

Describe the impact of your child’s
IEP/504 Plan?

Parent 8

Describe the impact of your child’s
IEP/504 Plan?

Parent 9

Describe the impact of your child’s
IEP/504 Plan?
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There is a small impact and
some parents want their
child to be under IEP, so
they can get extra edge to
get extra time on ACT/SAT.
She does not use her IEP
much now, but will use it
when necessary, as she gets
older. At one point, she was
hurting herself climbing
steps and I pushed to get her
access to elevator.
Eventually, I let the issue go
because she did not want
the special attention. So she
continued to hurt her shin.
Response Direct Quote
The plan has been very
beneficial to her.
He has been fortunate and
presently does not need a
plan.
The 504 does not benefit
my child, I still have to go
to truancy, despite writing
letters to school concerning
her absence.
She does not have a 504
plan, if things do change, I
will call the St. Jude Star
Coordinator and get it
implemented.

Table 6
Themes
Parent 1 “The purpose of education was
to increase further learning to be taught
writing and reading matters”.

Theme 1: Parents valued education and
believed it is important for all children.

Parent 2 “The purpose of education is to
learn and better society with knowledge
you have taken in”.
Parent 3 “The purpose of education is to
make a person more productive in
society and a have positive influence on
the person and society’s education”.
Parent 4 It is extremely important to
have an education. It is important in
having a skill, everyone is different. I
want to make sure my daughter is strong
enough to make decisions for her
benefit
Parent 5 Education is the root of all
success
Parent 6 “the purpose of education is to
build a future and a better life that will
lead to a career”.
Parent 7 “You must have it too succeed
and knowledge is the way”.
Parent 8 “I want my child to be
educated and have a good job”.
Parent 9 “Education is a tool for
advancement for my child and an
opportunity to enjoy and increase her
knowledge”
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Theme 2: It is important that children are
allowed to have time to make up schoolwork
and test if they have been absent from school
because of sickness.

Parent 1” He is being left behind when
he is out sick. He does not like to miss
school; he misses the socialization”.
Parent 2 “He has been out for 2-3 days,
and it put him behind. Pain meds keep
him off focus psychologically it is a
strain. In 1st grade he missed two weeks
and he dropped a reading level and
retaining memory”.
Parent 3 “He becomes anxious and has
high anxiety from missing school;
therefore, he doesn’t want to admit
when he is sick, and does not want to
feel like a failure”.
Parent 4 “She falls behind in her work.
She is supposed to have an inclusion
teacher; however, she does not know
her name”.
Parent 5 “Missing school in high school
is bigger deal now because she has to
make up test. I don’t agree with the
administration’s handling the absentee
issue and I have not had a great
experience with her being in honors
classes and having to make up work if
she is out sick”.
Parent 7 “Its intense when he get behind
in his school work because of sickle
cell, because of his class load, getting
behind in school work because the work
load is intense, however, teachers are
helpful and try to help him up catch up”.
Parent 8”I am frustrated when teachers
have issues with my child being absent
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from school. They don’t understand my
child’s disease. The principal told me
that there was no need to have the St.
Jude Star Coordinator to visit the
school”.
Theme 3: It is important that children are
provided accommodation such as extra water
break and bathroom breaks.

Parent 1 “My child is able to carry a
water bottle, use the elevator, have
additional books at home, receive peer
tutoring, and instructions for assignment
are read out loud”.
Parent 2 “My child is allowed to keep
his water and juice at his desk at all
times. He is allowed to go to rest room,
and have extra time on test, and works
in small groups. I am working on a
process to get him tested”.
Parent 3 “He has the ability to make up
work while being hospitalized or sick,
however, he does not get modified
assignments but given extra time to
complete assignments”.
Parent 4 “I was able to have a 504 Plan
incorporated within her IEP. The school
has not done a good job of explaining
504/IEP. She has a hard time focusing. I
have not got assistance yet to assist in
her cognitive disorder”.
Parent 5 “She meets with the schools
learning specialist once a week and
every teacher is aware of her condition
and they are proactive in providing
accommodations in allowing her to go
to the restroom and drink water and
eat”.

157

Parent 6 “My child is allowed to get up
and go to the restroom, water, snack in
class when they want to”.
Parent 7 “Whenever he is sick, he can
go to the nurse, and if he has
complications they call me. I also give
half a dose of his medication to school
nurse”.
Parent 8 “My child’s 504 Plan allows
her to take water breaks and restroom
breaks; however, I am not sure if she
has an IEP”.
Theme 4: Some children were considered to
start out slower academically and have been
diagnosed with ADD/ADHAD/memory loss
and other cognitive issues.

Theme 5: The need for schools to provide a
more supportive system for children who
suffer from sickle cell disease.

He had a slow beginning and did not go
to Pre-K or Head Start and he started
behind. He spent a lot of time outside of
school trying to catch up. The Star
Coordinator Teacher at St. Jude helped
children with learning disabilities, and
he spent summers getting help. The Star
Coordinator teacher in reading provided
most of his assistance, and each year he
improved.
Parent 1 “He was hospitalized in 2nd
Grade for many weeks and I could not
get homework. Eventually, the school
slowly allowed him to make up the
course work”.
Parent 2 “The school tends be
understanding when my child is sick,
and they don’t count it against him,
however, sometimes they send work and
sometime they don’t”.
Parent 3 “His present school is very
supportive in sending all of his missed
assignments, however, without any
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modifications. However, his previous
school was not supportive”.
Parent 4 “The school did not send
assignments in a timely manner, so she
could not get work done”.
Parent 8 “I receive no support from the
school”.
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